PREFACE

The "Active Treatnent” Myth: People with Devel opnental D sabili -
ties Trapped in Wsconsin Institutions 1s the second of two maj or
reports devel oped by the Wsconsin Coalition for Advocacy in 1989
focused on Wsconsin's policies regarding nursing honmes and
simlar facilities. |In Behind Cosed Doors: The Plight of
Persons with Mental Illness in Wsconsin Nursing Hones (April
1989), we docunented a variety of abusive conditions, and a
serious |ack of appropriate nental health treatnent for nursing
home residents with nmental illness in Wsconsin. Although The
"Active Treatnent” Myth is focused on a different popul ation
(peopl e with devel opnental disabilities), and a specific federa
definition of "active treatnment” which only applies to this
group, the two reports have certain points in comon:

L The State of Wsconsin has failed to adequately pl an
for the future of both people with nmental illness and
people with devel opnental disabilities residing in
nursing hones, "institutions for nental disease,” and
| CFs/ MR

2. Nei ther the | egislature, the Governor, nor the state

Departnent of Health and Social Services have provided
adequate policy and funding | eadership to pronote
community alternatives to nursing hones and siml ar
facilities. This has resulted in | arge nunbers of
people with devel opnental disabilities and people with
mental illness living in institutions, even though they
shoul d not be there.

3. For the al nbst 10,000 Wsconsin citizens with devel op
mental disabilities or nental illness currently resid
ing in nursing homes, DD Centers, and | CFs/ MR, the
effects of these m sqguided state policies are severe
and unj ust.
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CHAPTER | : | NTRODUCTI ON

A WHAT TH S REPORT |'S ABOUT

W sconsin, despite its progressive human service reputation
has continued to keep a | arge nunber of people wth devel op-
mental disabilities in institutions. This particular aspect of
our state's social policy offers nothing for others to admre
or emulate: it is a policy responsible for the segregation of
t housands of our fellow citizens |long after many other states
commtted thenselves to noving institutionalized persons wth

devel opnental disabilities back to their comunities. It has
also led to a gross msuse of Wsconsin and federal tax
dol l ars—spending mllions of dollars for people to live in

pl aces where they should not be.

This sustained commtnent to institutionalization directly
contradicts our state's officially-adopted goals for persons
w th devel opnmental disabilities, expressed in statute and
policy, which mandate and pronote services in the "l east
restrictive environment," "integration into the conmunity

mai nstream " and "full community nenbership.” Regardless of
what the state has said on paper, decisions regarding the |ives
of these people are increasingly being dictated by the crisis
of the nonent in our institutional facilities. The state's
predi ctabl e and recurrent response: boost the funding for
institutions and short-change the comunity alternatives.

The crisis of the nonent has been precipitated by vigorous
enforcenent of federal active treatnent standards by the federal
Heal th Care Financing Adm nistration (HCFA) in the state Centers
for the Devel opnentally Disabled, in internmediate care facilities
for persons with nental retardation and rel ated conditions
(ICFs/MR), and in general nursing hones. The increased enforce-
ment activity has led to the disclosure of w despread, ongoing
viol ations of active treatnent requirenents throughout the state.
"Active treatnment" is defined as:

"aggressive, consistent inplenmentation of a program of
speci alized and generic training, treatnent, health
services and rel ated services...directed toward:

(1) the acquisition of the behaviors necessary for the
client to function with as nmuch self determ nation
and i ndependence as possible; and



(2) the prevention or decel eration of regression or
| oss of current optimal functional status."

The facilities that fail to neet these requirenents face the
possi bl e | oss of federal funds.

It should be noted that it is not the fault of the federa
governnent that many facilities in Wsconsin fail to neet nmany of
t hese requirenents, nor is the federal governnment forcing Wscon-
sin to spend nore noney in these facilities to correct these
probl ens, rather than nove people to the comunity. It is the
state which has chosen, on its own, to respond to this crisis in
such an inbal anced way: pouring |arge anmounts of funds into
"fixing" institutions housing substantial nunbers of people, but
failing to simultaneously fund the community alternative which
many of these people could utilize and which could greatly reduce
the need to use institutions.

One of the nost disturbing aspects of state policy in this
instance is the de facto replacenent of real comunity alterna-
tives by the ICF/ MR as the new "right place to be." An inmedi ate
negati ve outcone of this ad hoc policy change is the transfer of
| ong-term nursing honme residents with devel opnental disabilities
to new "distinct-part” |CFs/ MR which are required to meet active
treat nent standards, once again disregarding the principle of

| east restrictive environment in the |lives of many of these
peopl e.

Dramatic proof of our drift away fromthe state's officially-
adopted goals is presented in Chart 1 (on the follow ng page),
whi ch depicts state trends in per diemrates for distinct-part

| CFs/ MR conpared with the rates for the program whi ch provides
comuni ty-based services for persons with devel opnental dis-
abilities who nove out of |ICFs/M and general nursing honmes: the
Comunity Integration Programlb (CP-1D).

In "Qut of Sight, Qut of Mnd" (May, 1986), the Wsconsin
Coalition for Advocacy reported on the nature and extent of
viol ations of the human and civil rights of residents of
Wsconsin's three Centers for the Devel opnentally D sabled (DD
Centers). That report denonstrated that the Centers fall far
short of their protective and custodial obligations to their'

The term "distinct-part" |CF/ MR describes a situation in

which one part of a nursing hone converts from nursing home to
| CF/ MR certification.



CHART 1
INSTITUTION VS. COMMUNITY FUNDING TRENDS
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* For conparability it is necessary to add Suppl enmental Security Incorme (SSI) income (approxinmately
$17.70/day) to the CIP-1b rate ($38.76/day), since this is additional funding available for
conmunity living but not available to cover | CF/ MR costs.




residents. In this report we go beyond individual rights viola-
tions in the DD Centers, to exanm ne what day-to-day life is like
in both the Centers and private and public ICFs/MR In this
exam nation we will focus particularly on the inplications for
the lives of facility residents of our state's decision to focus
the bulk of its resources on providing institution-based active
treatnment rather than supporting opportunities for conmunity
l'iving.

We present this report to inpact public policy affecting
people with devel opnental disabilities in Wsconsin, and
specifically to:

expose the nyth that providing "active treatnent” in
institutions is "the right answer” for people with
devel opnental disabilities in Wsconsin;

argue forcefully for re-affirmng the state's origi na
goal of enabling persons with devel opnental disabilities
to nove back to their hone conmunities; and

present recomrendations for the future consistent with
this goal.

B. BACKGROUND

1. "W sconsin places an unacceptably high reliance on
institutionally-based service..."

In 1979, in its "Planning CQuideline Nunber 1 (Long Term
Support)," the Wsconsin Departnent of Health and Social Services
(DHSS) acknow edged that:

"W sconsin places an unacceptably high reliance on
institutionally-based service, in spite of...pronounce-
nments supporting comunity-based services. W nust
strive to overcone the inertia of earlier systens, to
understand all the ram fications of our individual policy
decisions, and to inplenent and creatively integrate the
best in our current understandi ng of appropriate
services."

Al nost a decade after this renewed comm tnent by DHSS to
community alternatives, Wsconsin is still struggling, with m xed
results "...to overcone the inertia of earlier systens..." This
is graphically depicted in the charts on the foll owi ng pages.



CHART 2

AGCGREGATE PUBLI C EXPENDI TURES FCOR | NSTI TUTI ONAL SERVI CES
TO PERSONS W TH DEVELOPMENTAL DI SABI LI TIES I N W SCONSI N

1979 and 19892

1989

SB9.7 million

S88.3 millien

1979 Hursing homes
and
State
DD Centers ICFs/MR

4034 people

$63.4 million (1738 people) ( people)
561.5 millionm

State
DD Centers Hursing homes
and
(2145 people) ICFs/MR

(4622 people)

Source: "Funding for Alternative Residential Services for Persons with Devel op-

mental Disabilities," Septenber, 1980 (DHSS)

Source: Projections from DHSS 1989-91 Proposed Bi enni al Budget




CHART 3

ANNUAL AVERAGE COSTS PER PERSON I N W SCONSI N
I NSTI TUTI ONS FOR PECPLE W TH DEVELOPMENTAL DI SABI LI TI ES

Residents of State Centers for
the Developmentally Disabled
£51,600 per

person par yaar

529,500
per person
per year
Residents with Developmental
Digabilities in ICFs/MR and
Nursing Homes $21,900
pPEr pErson
per year
513,300
per persom
per vear
19749 1989 1979 1989




For the period 1977-1984, Wsconsin ranked thirty-sixth in
the nation in the rate of reduction of the size of state DD
Centers (i.e., nost states are reducing state institution popul a-
tion faster than Wsconsin). The total population of our DD
Centers, at 2079, ranked ninth highest in the nation in 1984;
this total is approximately 1738 today. M chigan, with tw ce
W sconsin's popul ation, has only 1305 people in state DD institu-
tions.

2. State legislation and policy commtnents to deinstitu-
tionalization and community integration for persons
w th devel opnmental disabilities have led to small but
i nportant steps to devel opi ng conmunity-based services
in Wsconsin in the past decade.

Explicit commtnents to "least restrictive environnent,"”
"integration into the community nmainstream" and the right to "a
val ued hone in the community” can be found in various statutory
and official policy statements in Wsconsin, i.e., Chapters 51
and 55 of Wsconsin statutes, DHSS Pl anni ng Gui deline #1 (Long
Term Support), and the operating guidelines of the Comunity
Options Program and the Conmmunity |Integration Program

Fortunately, these statutes and policies have not been
conpletely overridden by reflexive commtnment to institution
prograns and services. Wsconsin has devel oped several progres-
sive conmmunity prograns in recent years:

the Community Options Program (COP), which provides
service funds to support persons diverted from pl ace-
ment in or relocated from nursing hones;

the Community Integration Program (ClP-1a), which re-
depl oys Medicaid funds normally spent in the DD Centers
to provide support services to Center residents noving
back to their honme counties;

the CAP-1b program which provides Medicaid funds to
prevent unnecessary adm ssions to nursing honmes and

| CFs/ MR and to enabl e people to nove out of these
facilities;

the Fam |y Support Program which provides services and
funding to enable famlies to keep children with severe
disabilities at honme rather than placing themin a
residential facility; and



the Katie Beckett program which provides Medicaid
coverage for children with severe disabilities |iving
with their famlies.

The devel opnent of these prograns is inportant in three
respects:

() There are persons with devel opmental disabilities who
have clearly benefited fromthese prograns. They
have either been able to | eave restrictive facilities
for lives in the community, or have been able to
avoi d placenment in such facilities because of com
munity services offered under these prograns;

(b) These successes have shown us that it is possible for
people with devel opnmental disabilities (including
people with "chal |l engi ng behavi ors" and/ or severe
i mpai rnents) to |eave institutions and "make it" in
the community; and

(c) Every county in Wsconsin is participating in at

| east one of the prograns described above, and sone
counties are actively participating in all of them
There has been a significant rise in recent years in
the conmm tment of many W sconsin counties to enable
peopl e with devel opnental disabilities to nove out of
institutions and into appropriate supported community
arrangenents. Al nost 800 people with devel opment al
disabilities are currently receiving services via the
ClP-l1a and CIP-1b prograns conbined.

One of the prograns cited above, the second Community
I ntegration Program CIP-1b, has major significance in relation
to the issues addressed in this report. This program which
began in 1987, provides Medicaid® funds for comunity services to
persons with devel opmental disabilities who nove from nursing
homes or ICFs/MR.  The prom se of CIP-lb, however, has been
di m ni shed considerably by the state's decision to under-fund®it,
once again comm tting a disproportionate share of Medicaid funds
to upgrade institutions while inadequately funding the

The origins of the federal Medicaid program are discussed
in Chapter I1.A

% See Chart 1 on page 3.



community alternative. lronically CIP-1b, if adequately funded
and supported by the state, contains the potential to dramatical -
|y reduce the utilization of the very institutions on which
Wsconsin is spending so nmuch noney.

3. Inits efforts to conply with federal active treatnent
requirenents in institutions, the state has all owed
itself to be diverted from Wsconsin's supposedly
strong commtnent to deinstitutionalization and com
nunity integration.

Providing "active treatnent” to residents has been a
requi rement of facilities with ICF/ MR status since 1971. Active
enforcenent of these requirenents was not a major federal
priority, however, for many years. In 1985, the Health Care
Fi nanci ng Adm ni strati on (HCFA) began its own "| ook-behi nd"
surveys of the state's ICFs/ MR and the DD Centers, to check on
the quality of state surveys of these facilities. HCFA surveys
in Wsconsin found that many residents were not receiving active
treatment and that drugs and physical restraints were being
m sused. In 1985 HCFA al so began enforcing a policy that persons
wi th devel opmental disabilities in need of active treatnent could
be in general nursing honmes only if they had skilled nursing
needs and if their active treatnent needs were also net. HCFA
surveys of Wsconsin nursing honmes found that the vast majority
of residents with devel opnental disabilities did not need skilled
nursing care and were not receiving active treatnment, that
physical restraints and nedi cati ons were often used instead of
treatnment, and that screening for appropriateness of nursing hone
pl acenents was either absent or ineffective.

Faced with possible termnation of federal Medicaid funding
to ICFs/ MR and the three State Centers for"the Devel opnental |y
Di sabled, and with the potential |oss of over $20 mi|lion per
year in federal funding for people with devel opnental dis-
abilities in general nursing hones, the state has responded with
a nunber of actions. In 1986, Wsconsin agreed to a four-year
pl an under which the state woul d assure provision of active
treatnment to people who needed it, and al so assure that by July
1, 1990, individuals who did not need skilled nursing care woul d
be placed either in facilities certified as ICFs/MR or in com
muni ty settings.

Key components of the plan include:
recertification of designated wards or floors of

nursi ng hones as "distinct-part” | CFs/ MR that woul d be
licensed and certified separately fromthe rest of the



facility (DHSS first estimate was that 500 distinct-
part | CF/ MR beds woul d be devel oped);

obtaining a federal waiver that allows the use of
Medi caid funds via the CP-Ib programfor conmunity
alternatives to | CFs/ MR and nursing hones; and

adoption of active treatnent standards to apply in
general nursing honmes and adoption of a rule prohibit-
i ng new adm ssi ons of persons with devel opnent al
disabilities to general nursing hones, except where the
person was in need of skilled nursing care. The
nursi ng hone nust provide active treatnent where
needed, even when the person has skilled nursing needs,
except for people over age 65 who have reached "nmaxi mum
potential,"” are termnally ill, or who do not have
nmental retardation and are conpetent to handle their
own affairs.

The state al so has taken several actions to increase funding
to institutional facilities:

(a)

al l ocating a special supplenent of $6.94 per person per
day to upgrade active treatnment in distinct-part |ICF/ MR
facilities and regul ar nursing hones serving persons

wi th devel opnental disabilities;

increasing funding to ICFs/MR facing the term nation of
federal Medicaid support, including Southern, Northern,
and Central Wsconsin Centers; and

proposing in the Governor's current biennial budget

bill to further increase ICF/ MR rates by: an additional
$9. 76 per person per day for neeting active treatnment
standards, a 7. 7% inflationary increase for FY90; and a
second inflationary increase of 5.2%for FY91

Nurrer ous serious problens have resulted fromthe
state's response to probl ens of inappropriate placenent

and | ack of active treatnent in nursing hones and
| CFs/ MR

The CIP-1b program has been actively utilized by only a
smal | nunber of counties and has only-served a snal
proportion of nursing hone and ICF/ MR residents with
devel opnental disabilities. The |ow per diemrate
allowed for CIP-1b participants ($38.76) has not
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(b)

(c)

(d)

provided a viable funding source for a comunity
alternative for nost nursing home or I CF/ MR residents.

State efforts to "fix" ICFs/MR and the three State DD
Centers because of their problems in neeting active
treatment standards have al so diverted funds--and the
attention of state officials and |egislators—rom
communi ty prograns.

The state has in effect "promoted” the distinct-part

| CF/ MR option to counties and facilities. In sone

i nstances this has taken the formof direct DHSS
encour agenent of counties to convert a |arge portion of
their county nursing homes to distinct-part |ICF/ MR
status, even though many of the residents with devel op
mental disabilities could live in the community. The
state has also indirectly pronoted this option by

di sproportionately funding the distinct-part |ICF/ MR
option over CIP-Ib and by failing to provide policy

| eader ship encouragi ng counties to consider the com
munity alternative for people. Now so many deci sion-
makers and adm nistrators around the state have been

i nfluenced by these "messages” from state government
that they are getting used to the idea that |CFs/ MR
whi ch meet active treatment standards are an acceptable
pl ace for persons with devel opmental disabilities to
live, and to live for the long term As a result,
devel oping "high quality | CFs/MR" has becone a de facto
public goal which undercuts the sense of urgency for
hel ping I CF/ MR residents nove back to their com

muni ties.

The disparity between the current CIP-1b rate of $38.76
(with no proposed increase in the com ng biennium and
the proposed distinct-part ICF/ MR rate of $77 (by the
second year of the biennium wll create an even
stronger incentive for counties to continue to use
distinct-part ICF/ MR facilities instead of comunity
alternatives. It also sends a strong nmessage to
counties that the state is not really serious about
fundi ng and supporting a community alternative.
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The conbi ned i npact of these devel opnents has led to two
maj or outcones. First, the state is creating over three tines
as many new | CF/ MR beds (over 1700 at | ast count) as state
officials originally envisioned -- and these facilities may well
becone a permanent feature of Wsconsin's human service system
The large majority of the people occupying these beds could and
should live in the conmunity.

Secondly, (unless there are significant changes in Wscon-
sin's current practices affecting people with devel oprmenta
disabilities) it |ooks |ike nost of the people who reside in
these institutions are going to remain there for a very |ong
time--perhaps the rest of their lives. Not only is this tragic
for these people; it is likely that the state wll continue to
m sspend an ever-increasi ng anount of tax dollars on
institutional services we |ong ago deci ded were inappropriate.
And we wi Il have mi ssed a prom sing opportunity--created by
federal pressure on our institutions -- to devel op viable and
adequately funded comrunity prograns which neet our fornal
goals for the | arge-scal e novenent of persons with
devel opnental disabilities to their conmmunities.

C. VWHAT YOU WLL FIND I N THE FOLLOW NG CHAPTERS
Chapter Il -- "The D screpanci es Between Active Treat nent

and Wsconsin's Goals for Persons with Devel opnental
Disabilities"

In Chapter 11, we provide a sunmary of the federal active
treatnent requirenents. This is followed by a conparison of
these requirenments with Wsconsin's officially-adopted goals for
persons wi th devel opnental disabilities.

Chapter |1l -- "The Best Behavi or Program Was Havi ng Her
Walk Qut the Facility's Front Door": Interviews on People's
Experiences in Institutions and Community Prograns in

W sconsi n

In Chapter 111, we present excerpts frominterviews of

former residents of the DD Centers and | CFs/ MR, parents and
guardi ans of current and fornmer residents, current DD Center
staff, and the staff of conmmunity prograns. Through these
interviews we attenpt to provide a depth of understandi ng one
cannot get from survey reports al one of what Wsconsin's con-
tinued investment in its institutions nmeans to the |lives of these
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facilities' residents. W also show how |ife has changed for
sone forner facility residents after they noved back to their
comuni ti es.

Chapter IV -- Oficial Evidence of Statew de Active Treat -
nent Violations in Wsconsin

In Chapter IV, we look at the lives of residents in DD
Centers and | CFs/ MR through the objective findings of state and
federal survey teanms. These findings not only denonstrate the
continuing inability of the state to ensure that institutional -

i zed persons with devel opnental disabilities are receiving active
treatnent; they also add to the reader's understanding of the
overall quality of life in these facilities. This chapter is a
strong rem nder that 1CFs/MR in Wsconsin are still first and
forenost institutions.

Chapter V -- Concl usions and Reconmendations for the Future

In Chapter V, we sumarize what we believe "active treat-
ment" is and what it neans to our state and its institutionalized
residents with devel opnental disabilities. W conclude with
recommendations for imrediate and |ong-termactions to be taken
by the governor, the legislature, and the Departnment of Health
and Social Services, to nove us back to Wsconsin's officially-
adopted goal s for people with devel opnental disabilities.

13



THE CENTRAL MESSAGE OF TH S REPORT

1 THERE 1S SOVE MERI T TO ACTI VE TREATMENT: | F I NSTI TUTI ONS
COWMPLY W TH THESE STANDARDS, EACH RESI DENT W LL HAVE AN
I NDI VI DUAL PROGRAM PLAN AND RESI DENTS MAY HAVE LESS " DEAD
TI ME" THAN WHEN THEY WERE LI VI NG I N FACI LI TIES NOT' PROVI DI NG
ACTI VE TREATMENT.

2 HONEVER:

FOCUSI NG OQUR PRI MARY ATTENTI ON ON ACTI VE TREATMENT
COWVPLI ANCE DCES NOT FIT WTH -- AND DI VERTS US FROM - -
OUR STATE' S OFFI Cl ALLY- ADOPTED GOALS FOR PERSONS W TH
DEVELOPMENTAL DI SABI LI TIES: ADEQUATE AND APPROPRI ATE
SUPPORT FOR PECPLE TO LI VE I N THE COWUN TY, AS VALUED
CI TIZENS I N THEI R OAN HOVES AND NEI GHBORHOCDS.

ADDI NG FUNDI NG TO PROVI DE ACTI VE TREATMENT CANNOT
CHANGE THE FACT THAT DD CENTERS, NURSI NG HOVES, AND
LARCGE | CFs/ MR ARE STILL I NSTI TUTI ONS, NOR CAN I T CHANGE
THE FUNDAMENTAL REALITY OF LI FE FOR | NSTI TUTI ONALI ZED
PERSONS W TH DEVELOPMENTAL DI SABI LI TI ES: | NSTI TUTI ONS
ARE AND W LL REMAI N | NAPPROPRI ATE AND OFTEN | NHUMANE
ENVI RONVENTS, REGARDLESS OF THE TI ME AND MONEY WE POUR
| NTO THEM AND

ACTI VE TREATMENT IS | NTERNALLY | NCONSI STENT -- | T Al M5
TO TEACH SKI LLS FOR COVWUNI TY LI FE I N | SOLATI ON FROM
THE COMVUNI TY, CONSEQUENTLY ELI M NATI NG MOST OR ALL
OPPORTUN TI ES FOR NATURAL USE OF THESE SKILLS; AND IT
ATTEMPTS TO CHANGE "I NAPPROPRI ATE BEHAVI OR' | N AN

I NSTI TUTI ONAL ENVI RONVENT WHI CH MAY | TSELF BE A MAJOR
CAUSE OF TH S BEHAVI OR

3. CONSEQUENTLY:

VWE MUST RENEW QUR COMM TMENT TO THE | NTEGRATI ON OF

| NSTI TUTI ONALI ZED PERSONS W TH DEVELOPMENTAL DI S

ABI LI TITES I NTO THEI R HOVE COVMUNI TI ES, A GOAL VWH CH HAS
ALREADY BEEN SHOMN TO BE ATTAI NABLE | N W SCONSI N,

VE MUST FI NALLY TRANSLATE THI S COVWM TMENT | NTO CONCRETE
POLI CY AND FI SCAL ACTI ONS WH CH MOVE LARGE NUMBERS OF
PEOPLE OUT OF I NSTI TUTI ONS AND ENSURE ADEQUATE SUPPORT
FOR THEM I N THE COVWUNI TY; AND LASTLY

VWE MJST FI ND WAYS TO MEET ACTI VE TREATMENT

REQUI REMENTS W THOUT EXPANDI NG AND LEG TI' M ZI NG
| NSTI TUTI ONS | N W SCONSI N
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CHAPTER Il : THE DI SCREPANCI ES BETWEEN ACTI VE TREATMENT AND
W SCONSIN' S GOALS FOR PERSONS W TH DEVELOPMENTAL DI SABI LI TI ES

A BACKGROUND ON THE | CF/ MR PROGRAM AND ACTI VE TREATMENT

The federal Medicaid program (Title XIX of the Social Security
Act) was established by Congress in 1965 as a neans for providing
federal funding to states for health care and other services to
publ i c assi stance recipients and ot her nedically needy persons.
In 1971 Congress, under Section 1905(d) of the Social Security
Act, gave states the option of using Medicaid funds for services
to persons with devel opnental disabilities who were living in
facilities which nmet federal standards for "internediate care
facilities for the nmentally retarded" (1CFs/MR). Today, 25
public and private institutional facilities* in Wsconsin,
including the three DD Centers, are funded through the Medicaid

| CF/ MR program (Generally, this report will use the term
"ICF/MR' to refer to facilities other than the DD Centers. The
DD Centers' operation by the state and their substantially higher
rates of Medicaid rei nbursenent distinguish themfromprivate and
county-run | CFs/ MR)

To be certified as ICFs/ MR, facilities had to neet health, safety
and sanitation standards and provide "active treatnent” services
to their residents. Regulations for the |ICF/ MR program were
first issued in 1974. State and facility conpliance with active
treatnent requirements received little attention until the md-
1980's, when state efforts to correct violations disclosed in
federal "l ook-behind" surveys led to rapid acceleration in

Medi cai d expenditures in I CFs/ MR and the DD Centers.

In June, 1988 HCFA issued new Medi caid program regul ati ons
intended, in part, to inprove state efforts to conply with active
treatnent requirenments. Updating the regul ations was certainly
an appropriate action for the federal governnent to take.
However, the issuance of these regul ations and the correspondi ng
i ncrease in conpliance activities have already intensified

W sconsin's preoccupation with active treatnent conpliance. W
expect this preoccupation to increase in the nonths to cone.

_ “This nunber refers to "free-standing" |CFs/M and does not
i nclude the new generation of so-called "distinct-part" |CFs/M
in Wsconsin.
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B. OVERVI EW OF ACTI VE TREATMENT REQUI REMENTS®

To exam ne what Wsconsin is conmtting to by putting "active
treatnment” at the center of the vision of the future for its
institutionalized citizens with devel opnental disabilities, it is
essential to provide in this report nore than a cursory overview
of the "active treatnent” concept. In Appendix A we provide a
summary of active treatnent requirenents which represents a
review of 190 pages of federal source docunents. In that
Appendi x, all major elenments of active treatnment are covered. In
addition, client rights and sone rel ated areas of progranm ng

whi ch bear directly on learning, skill devel opnent, and the
managenent of chal |l engi ng behaviors are also included. It is
these programm ng areas in which people with devel opnent a
disabilities generally require the nost unique and intensified
servi ces.

Begi nning on the foll owi ng page, we provide a Capsul e of Active
Treat ment Requi renents, based on Appendix A This capsule is not
i ntended to be a thorough discussion of active treatnent and

rel ated areas, but is provided as background to the renai nder of
this chapter, in which we conpare active treatnment to Wsconsin's
statutes and officially-adopted policies.

"Active treatnment” is a termto which people may attribute
a variety of nmeanings. In this report we use the termstrictly
as it is defined in the Medicaid programregulations. (42 C F. R
Part 483)
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CAPSULE OF ACTI VE TREATMENT REQUI REMENTS*

1 The definition of active treatnent.

For a facility to meet the federal condition of participation
requiring active treatment services, each resident of an I CF/ MR
"must receive a continuous active treatnent program which

i ncl udes aggressive, consistent inplenmentation of a program of
specialized and generic training, treatment, health services and
related services...directed toward:

(1) the acquisition of the behaviors necessary for the
client to function with as much self determ nation and
i ndependence as possible; and

(2) the prevention or deceleration of regression or |oss of
current optimal functional status.”

2. Key el ements of the active treatment process.

(8) Adm ssions, transfers and discharge: Persons admtted
to the DD Centers and | CFs/ MR nust need active treat
ment. Decisions nmust be based on formal eval uations
whi ch include client needs and |ikelihood of benefit
fromplacenent. Adm ssions are not to be seen as
per manent .

(b) I'ndividual Program Plan (IPP): Active treatnent nust
be based on an I PP for each resident which identifies
needs and appropriate services. The |IPP nmust be based

The source docunments used in preparing this capsule are: (a)
Medi cai d programregul ations for | CFs/MR (42 CFR Part 483,

I ssued June 3, 1988); (b) "Discussion of Comrents" preceding
the regulations; and (c) "Survey Procedures and Interpretive
Cuidelines for ICFs/MR' (dated Cctober, 198'8) Al

quotations in this capsule cone fromthese official sources.

(This capsul e was prepared by Wsconsin Coalition for
Advocacy Staff, My, 1989.)
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on a conprehensive functional assessnment and specify program
obj ectives, methods for reaching the objectives and for
endi ng "inappropriate behavior."

(c)

(d)

| npl ementing, monitoring and changing the | PP. The
activities required in the | PP nust be inplemented by
all staff who work with the resident. The resident
shoul d be given "...a broad range of options...and..
engage in...(programactivities) as independently as
possible.” "...The facility nmust docunent significant
events..." relating to resident progress. The IPP nust
be revised and revi ewed accordingly, at |east annually.

Ensuring clients' rights: The regulations stipulate,
primarily in the "Client Protections” condition of
participation, a list of rights to be provided through
out the active treatment process. They include rights
to: due process and citizenship; protection against
abuse and the use of unnecessary drugs and restraints;
privacy; freedom of association; the exercise of
personal choice; the use of personal possessions.

Communi cations with clients, parents, and guardi ans:
The facility nmust pronote "participation of parents...
and | egal guardians...in the active treatnment
process...unless their participation is unobtainable or
I nappropriate”; "...visits by individuals with a
relationship to the client” (including close friends
and advocates); and "...frequent and informal |eaves
fromthe facility for trips, visits, or vacations."

Policies related to the delivery of services.

(a)

Pl acenment in the |east restrictive alternative and
integration into normal home and comunity |ife are not
part of active treatment requirements. Requiring the
pl acenent of residents in the |least restrictive alter-
native available "...would go beyond the intent of
Congress... There is nothing...that suggests that the
size or location of a facility, or whether a facility
Is the least restrictive alternative, should determ ne
whether...(it) qualifies for (funding). The only
statutory requirement is that a client receive active
treatnent at the facility." (Enphasis added)
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(c)

(f)

(9)

Medi cai d programregul ations do not require that I|CF/ MR
residents benefit fromactive treatment. "We believe
the state of the art is such that we can hold facil

ties accountable (only) to inplement, review, and...
modi fy the strategies they use to inprove client
functional abilities..."

Managenment of "inappropriate client behavior": The
policies and procedures of each facility nmust specify
al | approved interventions, prioritize them and docu
ment that |less intrusive means were used before nore
restrictive neans are attenpted. Procedures nust cover
the use of time out rooms, physical restraints, nedica
tions, "...and the application of painful or noxious
stimuli." Any use of these behavior management tech

ni ques nust be included in the IPP. They may never be
used to discipline residents, for staff convenience, or
as a substitute for active treatnment. Drugs may not be
used for behavior control until it can be shown that
the harnful effects of the behavior are greater than
the potentially harnful effects of the drug.

Resi dent grouping: The grouping of facility residents
should be "in keeping with their |evel of function
ing..." Priority consideration should be given to
social and intellectual developnent, friendships and

I nterests.

Access to professional program services (such as
psychol ogi cal services, occupational and physica
t herapy, and speech therapy): "Each client nust
receive the professional programservices needed to
i mpl ement (his or her) active treatnent program"

Requi renments for staff: "The facility nust provide
sufficient direct care staff to nanage and supervise
clients (as indicated in their IPPs). Al staff who
work with residents nust receive the training necessary
for themto be able to manage chal |l engi ng behaviors and
| mpl enent | PPs.

Requi rements for dining areas and service: "To the
maxi mum ext ent possible, individuals should...eat
routine meals...in dining areas (like) those afforded
to their peers without disabilities." Tables, chairs,
eating utensils and di shes should be designed for the
needs of each resident. Residents should receive
direction in self-help eating procedures.
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4. There are sone individuals with disabilities;

(i)
(i)

for whom active treatnent is not required; and

who are not appropriately placed in | CFs/ MR

Active treatnent does not apply to "...generally

i ndependent persons."” This definition includes persons
who: are generally able to take care of, and comuni -
cate, their needs; are usually able to conduct them
sel ves appropriately when out of the facility; and do
not need the range of services needed by other people
with nore severe inpairnments.
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C COVPARI SON OF ACTI VE TREATMENT REQUI REMENTS W TH W SCONSI N
LAW AND PCOLI CY

In Chapters 51 and 55, in legislation creating the Conmmunity
Options Program and the Community Integration Program and in

of ficially-adopted state policies, Wsconsin has defined certain
goals for services to persons with devel opmental disabilities. In
the follow ng section, we conpare these goals with the federa
governnent's active treatnent requirenents.

This conparison is critical to an understandi ng of where W scon-
sin's service systemfor persons with devel opnental disabilities
i s headed. Many people are unaware of the najor discrepancies
bet ween servi ces based on federal active treatnent concepts and
servi ces based on the underlying values in Wsconsin | aw and
policy. Wthout this understanding it is inpossible to fully
grasp how danaging it would be for Wsconsin to sei ze upon
"active treatnent"” and long-termuse of large | CFs/ MR as our
nghqr_approach to services for people with devel opnental dis-
abilities .

We have not cited source docunents in this analysis of active
treatment. However, each active treatnent-related requirenment to
which we refer is included in Appendix A Appendix A al so
provi des citations of the original source docunents throughout.

On the follow ng page there is a summary chart show ng the

hi ghl i ghts of the conparison between federal active treatnent
requi rements and Wsconsin statute and policy. The left side of
the chart identifies five overriding goals for persons wth

devel opnental disabilities indicated by an anal ysis of Wsconsin
statutes and officially-adopted policies.® The right side of the
chart indicates the essence of what federal active treatnent
requi renments have to say on the sane issue. This analysis is
devel oped in nore detail in the pages followi ng the chart.

Scur analysis included Chapters 51 and 55 of W sconsin
Statutes; DHSS Pl anning Quideline #1 (Long Term Support); and the
initial legislation, design principles, and guidelines for the
Community Options Program and Community | ntegration Prograns.
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Summary: Wisconsin Goals for Persons with

Devalopmental Disabilities wvs. Federal -

Lotive Treatment Bequirements

Wisconsin's Goals for Persons with
Developmental Disabilities

Federal Active Treatment Requirements

1. "Integration into the community's
mainstream” {(including the ocbhjectives
of): "placement...in the least
restrictive environment"; and
(returning) "develcopmentally disabled
persons to the community when their
needs can be met at the local level."

2. "A valued home in the community"
{including the aobjectives of}:
"movement to less structured living in
smaller facilities or individoal resi-
dences"; and "blending in with appro-
priata neighborhoods."

3. Emphasizing "skills, behaviors, and

service settings which foster maximum
feasible marticipation in community
life" {including the obiectives of):
"services...designed and modified to
fit the persen'": and {(participation]
"in wvalued roles in seociety, such as
work or schooling in community =et-
tings."

4. Enabling people to be "part of a
network of personal relationships with
valued people {including the cbjective
of}: "eontact between people reguiring
long-term support and others not re-
quiring this support.”

5. Achieving "maximum feasible control
over their own lives" [{including the
objectives of): (ensuring) "the same
rights as other citizens™: and {plac-
ing) "the least poseible restriction on
personal liberty and exercise of Con-
stitutional rights consistent with due
process,"

1. HNo reference to "least restrictive
environment" except to clarify that it
ig not required; marginal references to
off-grounds activities and helping
residents develop skills they will
eventually need for community life.

2. HNo reference to a "valued home" (or
even a similar concept); no regquirement
or preference for small residences or
"blending in with appropriate neighbor=
hoods.™

3. BRequires individualized program
plan focused on the development of
skills and behaviors necessary for in-
dependence; but ignores fundamental
learning principles by trying to teach
these skills and behaviors in isolation
from the community.

4. No requirement to actively promote
personal contact or residents' rela-
tionships with people outside the
facility; client protections include
rights te communicate and associate
freely, and to participate in social
and community group activities -- but
this only means that the facility can-
not ocbstruct residents from making con-
tact with the cutside world.

5. Several important rights included
in Medicaid regulations, but genarally
they are the rights of people who are
kept behind closed doors: many rights

afforded most citizens are not ingclud-
ad.

22




The summary analysis in the preceding chart is further el aborated
on bel ow.

1. "Integration into the community's nainstrean'

(8) Wsconsin policy

The inportance of integration is a pervasive thenme throughout

W sconsin's policy pronouncenents regardi ng people with devel op-
mental disabilities. Wsconsin statutes declare that "There

shall be a unified...provision of services which assure all people
in need of care access to the least restrictive treatnent
alternative appropriate to their needs..." 8§ 51.001(1), Ws.
Stats. The first goal in DHSS Planning Guideline #1 (Long Term
Support)’ refers to "services...which facilitate or maintain the

person's integration into the community's mainstream " (enphasis
added)

I ntegration has been defined as neaning that "a person |ives
in...ordinary or only slightly nodified housing; is engaged in
cul turally-val ued/ age- appropriate work...comuni cates, social -

i zes, and nmoves around in ways appropriate for his/her age; and
is able to utilize community resources in culturally typica
ways."® (P.G 1) Wsconsin has also established the principle
that (the DD Centers are to) "return devel opnentally disabl ed
persons to the comunity when their needs can be net at the | ocal
level ." 8§ 51.06(1), Ws. Stats.

(b) Active treatnent

Federal active treatnent requirenents nmake virtually no reference
to "integration"” or "least restrictive environment," except to
clarify that these concepts have nothing to do with active
treatment:

"...Requiring (placenment of residents in the |east
restrictive environnent) would go beyond the...intent
of Congress...There is nothing in...the Act...that

'DHSS Pl anni ng Gui deline #1 (Long Term Support) is an offi -
cial policy docunent devel oped by the W sconsin Departnment of
Heal th and Social Services. It is the conceptual foundation for
the later design of the Community Options Program and Comunity
I ntegration Prograns.

8Pl anni ng Gui del i ne #1
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suggests that the size or the location of a facility, or
whether a facility is the least restrictive alternative,
shoul d determ ne whether or not a facility qualifies for
(funding). The only statutory requirenent is that a client
receive active treatnent at the facility." (enphasis added)

Active treatnent does require that the individual assessnment and
pl an address skills or behaviors "necessary for the client to be
able to function in the community,” but there is no requirenent
that the facility systenmatically enable residents to experience
the comunity now, nor that they nove to |l ess restrictive
environnments when they learn to function nore independently.

Gstensibly, residents of I CFs/ MR do have the right to participate
in "social, religious, and comunity group activities." Unfor-
tunately, this only neans that: (a) the facility should not
obstruct a person's participation in such activities; and (b)
HCFA surveyors will, at best, gently urge institution staff to do
a better job of getting residents off-grounds for recreational
activities. It does not nean that residents actually get
frequent opportunities to take part in such activities. Conse-
guently, nost residents of DD Centers and ICFs/MR in Wsconsin
rarely | eave the institution grounds.

2. "A valued hone in the comunity"

(a) Wsconsin policy

Wsconsin policies affirmthe principle that people should be
able to live in a real hone, as distinguished froman institution
or a "honelike environnment."” Planning GQuideline #1 is quite

cl ear about "novenent to less structured living in smaller
facilities or individual residences,"” and about the service
syst em bei ng:

"one in which people are served in the conmunity in
bui | di ngs and settings which | ook |ike what they are
supposed to be (i.e., a residence |ooks |ike a house or
an apartnent), are located in (blend in with) appro-

pri ate nei ghborhoods...and are snmall and arrayed so that
peopl e needing | ong-term support are not congregated in
nunbers larger than the surrounding conmmunity's socia
system can support.”
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The Community Options Quidelines state that:

"Too often, human service systens ask people to live in

i npersonal institutions or community facilities which
are distinctly unhonelike. Every person should be able
tolive in a confortable setting which | ooks |like, feels

like, and is a valued hone in the community." (enphasis
added)

(b) Active treatnent

The basi c nmessage about "honme" in the Medicaid programrequire-
ments is that hone is not an active treatnment issue. The stand-
ards make no reference to buildings |ooking Iike "what they are
supposed to be" nor to "blending in with appropriate nei ghbor-
hoods." HCFA's only clear-cut statenents about people's resi-
dences run contrary to what we all know is inportant about our
hones: HCFA states explicitly that size of residence is not an
I ssue whi ch can be addressed in Medicaid programregul ati ons.

The fact that size is not a consideration in the | CF/ MR program
is plainly illustrated by Chart 4 (on the follow ng page), which
shows the size distribution of ICFs/MR in Wsconsin.

3. Enphasizing "skills, behaviors, and service settings which
foster maxi mum feasi ble participation in conmunity life"

(a) Wsconsin policy

The responsibility of the service systemto help people |earn
and

devel op was established in Chapter 51, by creating for each

reci pient of services "a right to receive pronpt and adequate
treatnent, rehabilitation, and educational services appropriate
for his or her condition." § 51.61(1)(f), Ws. Stats. Since the
enact ment of Chapter 51, this responsibility has been further
clarified. Planning Guideline #1 asserted that "Prograns shoul d
enphasi ze skills, behaviors, and service settings which foster

maxi mum f easi bl e participation in community life..." (enphasis
added)

The CI P gui delines enphasi ze the inportance of "individuali-
zation," i.e., that "services nust be designed and nodified to
"fit the person' and neet that person's unique needs." The

Community Options Program guidelines are also quite clear about
where people should |earn the skills they need:

"Peopl e should not spend their days in the sane areas
that they call hone, and, except when individual needs
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CHART 4

2600 THE PREDOMINANCE OF LARGE ICFs/MR* IN WISCONSIN
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are so substantial as to nake it inpossible, they
shoul d participate in valued roles in society, such as

work or schooling in conmunity settings."

(b) Active treatnent

Active treatnent standards do include requirenents related to
residents' skills and behaviors, such as:

an individualized program plan for each person's needs;

prograns and services focused on the devel opment of skills
and the acquisition of behaviors necessary for the resident
to becone as independent as possible, and to be able to
function in the community; and

prograns and services focused on preventing or decel erating
residents' regression or loss of current optinal func-
tioni ng.

However, it has becone increasingly clear in recent years that it
is inpossible to enable people "to becone as i ndependent as
possi bl e" and "to be able to function in the conmunity” by only
trying to teach themskills in the institution. The only effec-
tive place to teach people the skills they need to live in the
community is _in the coimunity. There are several reasons for
this:

the di fferences between the institution environnent and the
community environnment in which the person is expected to use
the newy acquired skills are so marked that the skills are
often not transferrable;

many of the skills people need to learn to "make it in the
institution” may not be useful in the community (e.g.,
adapting to institutional dining procedures and settings);
conversely, many skills people need for community life
(e.g., menu planning, grocery shopping, and cooking for 1-2
people) are difficult to learn in the institution;

for nost people, learning new skills is largely dependent on
the opportunity to be around positive role nodels; in
institutions there are often few or no positive role nodels

except staff. |In the community people with disabilities
of ten have contact with many people who have, and are
applying inreal life situations, the skills they need to
| earn; and
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the institution often is a place where practices and rou-
tines get in the way of people's learning (e.g., overuse of

physi cal and chem cal restraints, heavy reliance on group
activities).

In other words, the fundanmental principles of |earning comunity
skills and appropriate behaviors are largely ignored in active
treatnent requirenments. These requirenents seemto assune that
environnent is irrelevant to |learning. Consequently, active
treatnment essentially pertains to prograns and services provided
W thin segregated settings, which are generally isolated fromthe
community. It is inportant to point out that it is quite pos-
sible to neet active treatnent requirenments w thout involving the
person in any aspect of community life, and by teaching skills
whose prinmary relevance (if any) is to enable the person to
function in the institutional setting.

4. Enabling people to be "part of a network of personal rela-
ti onshi ps with val ued peopl e"®

(a) Wsconsin policy

Wsconsin's officially-adopted policies enphasize that it is
vital for people with disabilities to have opportunities to
interact with (and, if possible, to develop relationships wth)
ot her people in the cormunity. Related to this is the inportance
of "natural supports” for people, and freely given relationships,
in addition to support provided by paid human servi ce workers.

This goal is stated clearly in Planning Guideline #1:

"The service system shoul d be designed and operated in a
way whi ch naxim zes contact between people requiring

| ong-term support and others not requiring this sup-
port."

This principle has been re-affirmed in the design and guidelines
devel oped for the Community Options Program

°The reference to "val ued people" highlights the fact that
being institutionalized tends to rob people of their status, and
nmake them "deval ued" in the eyes of society. It is therefore
i mportant that opportunities for personal interaction are not
limted solely to interactions with other people simlarly
"deval ued" by society.
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"Full comunity nmenbership requires that people be
active participants in a variety of individual and group
rel ati onships."

"Even peopl e whose capacity for conmunication and
nmobility is very limted can and need to be part of a
network of personal relationships with val ued people. "
(enphasi s added)

(b) Active treatnent

The active treatnment standards are virtually silent on the

i mportance of relationships and natural supports. Qher than the
vague requirenment that individual assessnments and pl ans nust
address a person's "soci al devel opnent,"” the only references to
this issue in Medicaid regulations are not in the active
treatnment sections but in the client protections section of the
regul ations. These protections include:

the right to communi cate, associate, and neet privately with
i ndi vi dual s one chooses

the right to participate in social, religious, and community
group activities

the right to communicate with parents, guardians, and
others, including the right to take | eaves fromthe facility

Unfortunately, in actual practice, the inpact of these rights is
quite different from"maxi mzing...contact” with typical citi-
zens. The rules are largely passive. Carrying themout basical -
|y means that the facility cannot obstruct residents from maki ng
contact with the outside world. Active treatnent does not
require the facility to systematically help residents | earn about
or participate in conmunity activities, to introduce residents to
peopl e outside the facility, or to pronbte opportunities in which
relationships with typical people mght naturally occur. In
fact, these rights do not in any way ensure that residents wll
ever leave the facility or that they will have any contact wth
anyone other than other institution residents or staff.

5. Achi eving "maxi mum feasi ble control over their own |ives"

(a) Wsconsin policy

A central goal of services to people with disabilities in Wscon-
sinis to afford people as rmuch autonony in their lives, and in
deci si on-maki ng about the services they receive, as can reasonab-
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|y be achieved. This is a najor theme in Chapter 55 of Wsconsin
St at ut es:

...services should, to the maxi nrum degree of feasi-
bility, allow the individual the sane rights as other

citizens..." "This chapter is designed to...place the
| east possible restriction on personal liberty and
exerci se of constitutional rights consistent with due
process..." 8 55.001, Ws. Stats. (enphasis added)

Pl anni ng CGuideline #1 carries this concept one step further

"Long-term support shoul d enable...persons to achieve
maxi num f easi bl e control over their own lives and to

m nimze reliance on others in naking decisions and in
perform ng everyday activities...The |ong-term support for
an individual should be devel oped with the active

partici pation and advice of that person, and shoul d be
consi stent whenever possible with the wi shes of the
person." (enphasis added)

Control over one's life is also an inportant feature of the
Community Options Program

"As much as possible, each person should be able to
choose with whomto |live, and as nuch as possi bl e each
person should be able to control the conditions of the
home environnent. Every person should be enabled to

i ndi vidualize their hone setting so that the hone becones
truly their own."

(b) Active treatnent

The Medicaid regulations (in a separate section fromthe active
treatment standards) do include several inportant rights provi -
sions, but it is inportant to note that these rights generally
relate to the conditions of a person's confinenent in a facility,
i.e., they are the rights of people who are kept behind cl osed
doors.

This is not to say that these rights are inconsequential, or that
it is uninportant to establish and enforce the rights of institu-
tion residents. On the other hand, when one renmenbers the |arger
context in which these rights are provided, it beconmes obvious
that they do not enable residents "to achi eve maxi mum f easi bl e
control over their own lives" nor do they "allow the individual
the same rights as other citizens."
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The reality of this point can be enpirically observed by anyone
who is famliar with the inner workings of Wsconsin DD Centers
or ICFs/MR  For exanple, residents of these facilities generally
do not have the right to choose (or have input into choices

about) where or with wnomthey will |ive, what type of job they
wi Il pursue, how and where they will spend their |eisure ting,
how service dollars will be spent on their behalf, or even what

they will eat or when they will go to bed.
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CHAPTER IIl1: "The Best Behavi or Program Was Havi ng Her Wal k Qut
the Facility's Front Poor":™ Interviews on People's Experiences
in Institutions and Conmmunity Progranms in Wsconsin

A BACKGROUND

In 1986, WCA released "Qut of Sight, Qut of Mnd: A Report on
the Human and Cvil Rights of Residents of Wsconsin's Three
State Centers for the Devel opnentally Di sabled, 1982 to Date.” In
that report we presented evidence of w despread violations of the
human and civil rights of DD Center residents. That report was
based al nost entirely on official docunents. Here, where we
focus on what daily life is like for the residents of private and
public 1CFs/MR in Wsconsin, as well as the DD Centers, we are
relying on two sources:

1 Federal and state surveyors' findings of active treat
nment violations (Chapter 1V); and

2 I nterviews concerning the experiences of persons with
devel opnental disabilities in institutional facilities
and in conmmunity prograns (in this chapter).

Al t hough we can | earn nuch about quality of life in institutions
froman anal ysis of individual active treatnent violations,
active treatnent requirenments are silent on |ife experiences
which are inportant to all of us -- experiences which are in-
cluded in Wsconsin's officially-adopted goals for services to
peopl e with devel opnental disabilities.

To better understand the inpact on residents of l[ife in Wsconsin
institutional facilities, and how and why experi ences change when
residents nove to their hone communities, we began interviews
concerning life in the DD Centers, |ICFs/MR nursing hones, and in
Wsconsin's comunities in 1986 and continued theminto 1989.
These interviews are the subject of this chapter. A nunber focus
on persons who have had the good fortune to experience the
community alternative and who are "doing well"” in their com
munities. Sonme of our information cones from persons who asked
us to help themw th problens their famly nmenbers were having in

19 The quotation used in this chapter title is taken from an
interview in which we | earned about the experiences of a person
who was extrenely self-abusive while in an institutional facility
in Wsconsin. These self-injurious behaviors ended abruptly
after she noved to a residence in her community.
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state facilities. W sought additional insight fromconmunity
service workers. However, a number of our interviewees were
chosen sinply because they were fornmer facility residents who
were willing and able to talk with us or because they provided
information on current or former residents with "chall enging
behavi ors" or particularly severe inpairnents.

Qur interviews concerning forner facility residents were, with
one exception, limted to persons who have noved to the community
bet ween 1984 and 1988. To protect the privacy of all persons

i nterviewed and of the persons whose |ives are the subject of
this chapter, we use pseudonyns in our presentation of excerpts
fromthese interviews. W also avoid using job titles, refer-
ences to individual facilities, or to counties of residence, and
t ake other steps to mask identities. WCA has tape recorded the
majority of these interviews to ensure that we present accurately
the informati on shared with us.

In a report of this size, it is inpossible to present nore than a
smal | sanpling of the experiences of current and forner facility
residents. W present the follow ng excerpts, however, as
illustrations of the |ife experiences of a nmuch broader group of
persons with devel opnmental disabilities in Wsconsin, both in
institutions and in community settings.

B. | NDI VI DUAL EXPERI ENCES I N | CFs/ MR, THE DD CENTERS, AND I N
THE COMVUNI TY

" MARY"

Mary is in her early 70's. She was placed* in an orphanage when
she was three, noved to an institution for persons with nenta
retardati on when she was ten, and renmained in various institu-
tional settings for nost of the next sixty years. At the time of
the WCA interview, she had been out of an ICF/ MR for about a
year, and was living in an adult famly hone.
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MARY' S EXPERI ENCE I N AN | CF/ MR

"l want to get out and see and do."

The person speaking is a community servi ce worker;

“Mary has literally spent her whole life in insti-

tutions. . .She would cone up to nme and ask, 'How are you
comng on ny new hone?' ...'l want to get out and see and
do'...Her life wasn't horrible, but it was just dull

Endl ess days and nights with nothing to do...She was in
an environnent where other residents were lining up at
5:30 in the afternoon to take their nedications and go
to bed...Records at (the ICF/ MR) show she was a
"behavior problem®' They said she throws things...is
non- conpliant...verbally abusive, argunentative. She is
pretty outspoken, but | haven't seen anything that
wasn' t righteous.

"She is '"street smart.' Institutional |iving
teaches you to take care of your things and keep t hem
hi dden. .. The fact that she was a little bit aggressive
saved her in a lot of respects...”

The person speaking is Mary:

"I was put away since | lost ny ma...They did bad
reports about ne...After | got up each day (at the
ICF/MR), | didn't do nothing...l didn't go out...they
had cl asses |like crafts. W played ball i ke hot potato

.1 wanted to get away fromthere. | like it where |
am

"They stole a ot of ny stuff at (the ICFH/ MR). ..
stole ny watch, ny purse I just sent out for...Had
nobody to stick up for nme. | had to stick up for nyself.
| felt so bad...Thank God (they) got nme out of there."

(Mary asked the conmmunity service worker to help

her find a famly which had children) "...because | |ove
them Wuld you want to sit around all by yoursel f? Look
at t.v.? Nobody to talk to?...1 never was married. How
could 1I'?"
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MARY' S EXPERI ENCE | N THE COVMUNI TY:

"1 |ike everything about where | amliving now "

The person speaking is a community servi ce worker:

"She tells nme she's doing things she's never done
bef ore. Had never been to a nuseum before, to see con-
certs before...The best thing has been the relationship
with the famly she lives wwth and their children. She
gets so nmuch joy out of that--just having a natural
relationship with a real famly...She calls the children
she lives with her 'granddaughters.'”

The person speaking is a nenber of the famly she is
living with:

"Mary adjusted the first day she got here... She
said (later) "The first time | saw your face | was never
| eaving' ... The children |like her very much. She is very
kind to them..they go to church with her...she hel ps
t he youngest dress each norning.

"...She is experiencing |lots of food she never had
in (the ICF/MR)--1like chicken pot pie. She can go in
the refrigerator, doesn't have to put $.50 in a machine
...She does nore now. She used to ask perm ssion for
everything. She goes to bed when she wants to. Can
sl eep in on weekends. The dog sl eeps on her bed.

"Lots of people cone to see her and take her
pl aces. She makes contacts with people who help her.
W take her out to eat, to play bingo, and visit sone of
her friends...

"She can read and wite. She tells stories to the
children...She | oves babies. | have a new grandson and
she's always wal king the floor with that baby. 1| could
| eave the house and she coul d change that baby...She can
do a ot of things."

The person speaking is Mary:

"When | first got (to ny hone), | nmet (the youngest
child). She had blue eyes and bl onde hair...Wen | get
home (from her day progran), the kids ask ne if |'ve got
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candy...| bought (the youngest) a barbie doll...The girls
like me. They get on ny bed and junp. They're sweet.
W've got a little dog. She's ny bodyguard... | |ike
everyt hi ng about where I amliving now "

The person speaking is a conmmunity service worker

"The inprovenent for Mary is in quality of life... day
to day joy and stimulation. And think about it--she can
| ook forward to a future now, for the children.”

"Bl LL"

At the tinme of the interview, Bill had been out of an I CF/ MR for
about one year. He had been in Wsconsin institutions from
i nfancy until he was 28.

Bl LL' S EXPERI ENCE I N AN | CF/ MR

"Anyt hi ng of val ue di sappears. "

The person speaking is Bill's guardian:

"...He spent all his tinme paging through tel ephone
books...He woul dn't be separated from his tel ephone
book. .. anyt hing el se he had di sappeared. Even here it is
still his security bl anket.

"The first day | nmet him he didn't talk, would turn
away. .. The social worker took his face so he would | ook
directly at ne...l thought he couldn't talk...He did know
sone signs.

"I took himout at Christnmas...when he saw the
Christnas tree lights, he started (naking noi ses that
showed excitenent)...He couldn't speak...After we finished
eating, he took hold of nme and whispered 'thank you'...It
seened the nore we would do things together, the nore
singl e words would cone out...very quietly whispered...As
time went on, he started putting three or four words
t oget her.

"Life at (the ICF/ MR) was very structured...they told
hi mwhat to eat, when to go to bed. He didn't have
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Bl LL'

a choice of when to do this or when to do that. At (the
ICF/MR) life was pretty dull and boring. He had his
food and a place to sleep.”

The speaker is the person with whomBill now |ives

"At (the ICF/MR) they couldn't find his notivation
...Wien | cane taking himfor visits, the case worker
really didn't knowif he could talk or not, if he knew
signs or not...nobody knew anything about himoff the
top of their head...So when | actually brought him here,
| didn't know that he could say nore than two words.

"When he would cone here...l could never find his
socks...Even after he noved in here. He cane out of
(the ICFH/MR) with one pair of socks to his name and kept
themunder his pillow. He knewif he didn't hide them
he'd | ose them \Watever the residents got there that
was good was gone...Once, when | took himout, | raised
the roof. He had dirty rags on. "Anything of val ue
di sappears. "

S EXPERI ENCE | N THE COVWMUNI TY:

"It's just like watching a flower open up.”

The speaker is the person with whomBill now |ives

"I was told at (the ICF/ MR) what...he was capabl e
of . He had passed this program and passed this...but
when he got home it wasn't what staff said.

"When he got here...he really could do nothing on
his own. Things are now to the point where he does not
even need pronpts anynore...Wen he cane here, he took
40 mnutes to dress. Now he takes 20. He goes down-
stairs, goes to the bathroom washes (and does his
groom ng)...Now he can do his laundry, help in the
ki tchen. ..

"After he got here...day by day he'd get a new
word...The first tine he said a whol e sentence was when
| brought a ten pound bag of pretzels hone...He opened
themup, went right to the living roomand said (to his
housemate), 'Tom cone and see!'’
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"He got so he could do a lot of things...Minly,
it's just been that he's been treated |i ke a human bei ng
and taken to places that human bei ngs go and so then he
devel oped trust...It's just |like watching a fl ower open
up...fromthe turn-away cl osed position that he had..
Now he goes shopping, puts the groceries away, nmy son
t akes himpl aces...he gets choices. Wat | think it's
doing for himis giving himthe status of a human bei ng
and then he opened up. Letting himmake his own deci sions

"He is a lot nore capable than (the facility) ever
gave himcredit for...Life is a constant |earning process
for him Now, at the progress report (at his day
progran) he takes a pad and pencil and, as much as the
case worker wites, he is witing...He is nose to nose
with them..He wites his name and lots of 'curly cues,’
but it says 'l ama human being and | have the chance to
make deci sions.'

“If Bill weren't nmentally retarded, he would be 'the
boss'--and he is a lot less nentally retarded than we
t hought he was...W're trying to get himto the point of
I ndependent living...It's far too early to know if he can
do that...It'd be nice if he could talk and do sone
el enentary reading...

"I always thought there was a sleeping giant in
Bill."

"DCRI S

Doris was 26 at the tinme of the interview and was living in a
conmunity residence. She had lived in institutions (a DD Center
and a nursing honme) for nore than 15 years before noving into her
group honme. She has cerebral palsy and is | abel ed "noderately
nmentally retarded.”

DORI S EXPERI ENCES IN A DD CENTER AND A NURSI NG HOVE

The speaker is Doris:

"W had school (at the Center) two hours a day...
They didn't teach ne nuch. They taught ne nuts and
bolts in a workshop, which | wasn't interested in
because of the atnobsphere | was in...The rest of the
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time | just sat inthe living unit in ny wheelchair... |
was unhappy there.

"You couldn't go into the kitchen to cook there..
we got to go outside when the staff had tine...They
didn't have tinme to take us to do our own | aundry.

“I'f I was out and taught the right way, | would have
had some school i ng.

"Two ai des hel ped ne | eave the Center...but on the
ot her hand, (others at the Center) told ne...l was
taking a risk if I noved out...They hel ped ne nove to a
nursing hone...if 1'd stayed in a nursing hone, |
woul d' ve been a total bed patient...| needed total care
at one tinme because...they wanted the staff to help nme
dress and bathe all the tine."

DORI S' EXPERI ENCES | N THE COVMUNI TY:

ve conme a long way."

The WCA interviewer visited Doris in her group hone.

The speaker is Doris:

"l get around better now 'cause |'mout of the
institution...l have three (non-paying) jobs...l have to
reassure nyself | can do a good job...and stay on
task...Now | can do it for ten mnutes at work."

(At the group hone)..."W have a van that we
use...l go to the zoo...and bars...the Center would
never let ne do that...On Tuesday night | go sw mm ng
... (On weekends | have fun.

"W take turns cooking...There's a schedule...1' m

slowy building up to taking care of nyself (with an
attendant)..."

The speaker is a comunity service worker working wth
Dori s:

"The enphasis is that, as nuch as possi bl e,
everyone should participate in the everyday chores...A

fairly regular thing (for Doris and the other residents)
isto
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go out to the store to buy personal supplies...and go
shoppi ng for food.

"She has started a readi ng program .. She has poten
tial in that area that's never been tapped before
...She's also just started recently to use a typewiter.
It's a means for her to develop witten comunication
skills.

"She's | abel ed 'retarded,’ but she was never given a
chance to learn...Wo can say what she m ght have
acconpl i shed by now if she'd received an educati on?"

The speaker is Doris:

"l am rmuch happier out of an institution...| have
friends (cone to visit) when | get notivated to cal
them..the difference is I"'mout in the community here..

"I"'mlearning that it is hard, sonetines, to work
out in the community...and I'mlearning that fromall the
experience sonme day | mght becone a good worKker. .

"I"ve cone a |long way."
* * * * *
"LAURA AND BETH'
Laura is in her early 30's, Beth in her 40's. Both lived in
institutions nost of their lives. They becane housemates when
they were hel ped to nove fromthe ICFs/MR in which they were
living, about two years ago.

THE EXPERI ENCES OF LAURA AND BETH I N | CFs/ MR

"Rat her than having |lives punctuated by interesting events,
they had lives punctuated by no events.™

The person speaking is a conmunity service worker:

"Bot h wonmen had what you mght call 'inappropriate
behavi ors' when | first net them..Beth fell asleep a | ot
at her day program..Laura was on nedications to contro
her behaviors. There was no day programin the
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conmunity for her when | net her. She had done a | ot of
"acting out,' and they didn't particularly want her in
the program..

"(I'n the ICFs/ MR) both needed nore to do...They
needed nore friends, nore places to go... Rather than
havi ng |ives punctuated by interesting events, they had
| i ves punctuated by no events...Laura was often very
unhappy and frustrated... A |lot of her acting out had to do
with being frustrated.”

THE EXPERI ENCES OF LAURA AND BETH I N THE COVMUNI TY:

"They' ve changed so dramatically by not a whole | ot
bei ng done other than noving in with a regular famly."

The person speaking is a nenber of the famly with whom
Laura and Beth are now |iving;

"When Laura noved in, she had one little box of
cl othing and had a box of nedicine that was bigger than
her cl ot hing box...Her communication was pretty violent,
at first. She'd talk about beating and breaking things
... That talk is nuch |l ess freguent now...|l think she nust
have been in a violent environnent.

"Beth didn't use the steps well...hadn't devel oped
the nmuscles well in her legs. | think the next step
woul d' ve been a wheel chair...Her ADL' skills have
i mproved since she got here. She needed a | ot of verbal
pronpts to take a bath...She mssed a | ot of her hair
with the water...They told ne (at the | CF/ MR Beth cane
fronm) that her ADLs were 'fine.' She wouldn't change her
underwear or socks. Now she changes themdaily, usually
wi t hout pronpts.

"When they cane here, they didn't have manners..
They woul d cough on peopl e, cough on the food...W have
changed that with verbal pronpts. They used to hoard

MADL (or ADLs): "activities of daily living" -- this term
sometines refers strictly to personal hygi ene and groom ng, but
is often expanded to include dressing, eating, and food prepara-
tion and ot her househol d tasks.
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food, but nowthey seema little nore rel axed. Were
they lived, people used to take their food...

"Beth can use the steps now w thout needing the
railing. Wen she lived at (the |ICF/ MR), her day pro-
gram staff said she slept a lot during the day. Now she
doesn't sleep as nmuch. They report she is happier and
listens nore to the staff...They thought she had nar -
col epsy. Now they don't tal k about that anynore.

"Laura is also in a day program now and i s doi ng
better, although she hasn't inproved as nmuch as Beth..
But she seens to be picking up a little bit. She's

sitting nore. She used to never sit still...used to
tal k constantly. Now she's quieter, does |ess nmunbling.
Her attention span is still very short.

"When they first got here, they didn't interact
wi th each other...Now they are having conversati ons,
they share things with each other, they interact with
(his daughter)...They nake their beds, dust their room
put their clothing away...Beth likes to set the table.
Afterwards, they like to wash the dishes...

"W take themto exercise at the 'Y ... W take them
bowing... W go out to (a relative's) farm go on pic-
nics. It's an active life...In the sunmer we go to
par ks, wal k around the nei ghborhood, go to the | ocal
novie theater, walk to the donut shop...They do seem
happier... sone of their negative attitudes seemto be
changing..."

The person speaking is a community service worker:

"The main thing about Laura and Beth is they' ve
changed so dramatically by not a whole | ot being done
other than noving themin with a regular famly.

"...Wthout the benefit of (formal) behavior pro-
grans. ..people just pointed out to Laura that what she
was doi ng wasn't what she should be doing and she
st opped doi ng those things...The old Laura doesn't exi st
anynore, as soneone with 'challenging behaviors'...and
t he amobunt of activity and exercise the famly has been
doing with these wonen has nade a big difference...1
wi sh you'd nmet them before (they noved)...Beth was very
heavy. She could barely wal k upstairs...She had no
polite way of interacting with people, didn't nmake eye
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contact...Their hair was not clean, clothes were not

decent. If (the interviewer) had net Laura (before she
noved), you m ght have said, 'Very bizarre woman with a
| ot of problens.' But now she walks to the |ocal theater

and people don't | ook at her tw ce.

"Laura's nother didn't want her to nove...She was
very concerned about her living in the community. People
all along have told her the best place for Laura was in

an institution...She's not so worried anynore... She
thinks Laura is fine in the community. Pretty
i ndependent . .."

"Ll Z"

Liz lived in Wsconsin institutions (including a DD Center and an
| CF/MR) fromearly childhood until she was 36, when she noved to
a community residence. She is |abeled noderately retarded.

LI Z'S EXPERI ENCES I N AN | CF/ MR

"There were a | ot of people screaming and hollering.”

The person speaking is Liz;

"They'd et nme do things on ny own since | wasn't
like the other residents...such as get dressed and go to
work on tinme (in a programoutside the ICF/ MR). (After
returning fromwork) I went to nmy room..there were a
| ot of people screamng and hollering. | didn't want to
get involved in their fights... M/ roomwas real small..
there were two of us init...Alot of people would stea
your stuff at (the |ICF MR).

"I used to get mad at (the staff)...and throw

things at them..|l didn't know how to control ny tenper.
One of the nurses would say: 'If you' re not going to do
(what we ask)...you'll get kicked out'...| decided to do

things on ny own...That's what they'd do to peopl e when
they acted bad...they'd put themback in (the Center or
another institution)."
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LI Z'S EXPERI ENCES I N THE COVWUNI TY:

"It's a freer life now ..l just feel happy."

The person speaking is Liz:

"It's a freer life now. You can go places by
yourself. At (the ICF/MR) to go outside you would have to
ask the nurse and you would have to stay on the
grounds...Now | go to (fast food restaurants)...back to

(the ICF/MR) to see ny friends...l go shopping, to the
drug store, to the grocery store...on weekends | go to the
mal ...l have nore friends.

"Now | don't have to listen to fights or argunents or
screaming or yelling. There's not so nuch noise."

Liz is currently living in a group home, but is

preparing to nove to a supervised apartnent. "They are
teaching nme how to cook, how to wash dishes in a dish-
washer... | bring ny check hone every other week and

Wednesday ni ght they budget with us...(The staff person)
teaches nme how to hang onto noney rather than spendi ng and

spending...l'd like to get an outside job...such as being
a di shwasher. | just feel happy."”
" JACK"

Jack is in his early 40's and has lived in institutions nost of
his |ife. He continues to live in the ICF/MRin which Liz
fornmerly lived. Liz provides this account of what life is Iike
for her friend Jack in an | CF/ MR

JACK' S EXPERI ENCES IN AN | CF/ MR

"I didn't like the way they treated Jack
It wasn't good for him™

The person speaking is "Liz":

"I liked (the | CF/ MR) because of ny friends...but I
didn't like the way they treated Jack. It wasn't good
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for him Every time he used to wet, they woul dn't change
him H's whole roomsnells like urine. Wen the
residents woul d get hi mupset, he would end up getting a
shot sonetinmes. He's been biting his hands when they get
hi m upset.

"It isn't good for himbecause he's not capable... He
woul d nostly spend his tinme in the day room wat chi ng
t.v....coloring in the coloring book...They don't teach
himthings (at the |CF/ MR) because he is nore retarded
than I am..He goes (outside the ICFH/ MR) for classes...
When they bring himback in the afternoon, he |ays down
and takes a nap 'til supper tinme. The staff don't take
hi m anywhere... except circus parades, Fourth of July
par ades.

"When he would act up (in the cafeteria) they used
to drag Jack on the floor...to the elevator and up to his
room ..l kept on asking themwhy are they abusing ny
friend like that...The nurses were doing that to him..
but they would not do that to ne.

"Every tine | cone there to visit him he has a
short-sl eeved shirt on and sone shorts and it's not even
sumer . "

"Rl CHARD'

Richard is a young man with the | abel of "severe nental retarda-
tion with autistic-like behaviors." He lived in a DD Center from
early childhood until his |ate teens, when he noved back to his
home county.

RI CHARD S EXPERI ENCE | N A DD CENTER

"It was so...nothing."

The person speaking is Richard' s guardi an;

"Ri chard has sone fine notor problenms, but these
probl enrs were not worked on until (he was sent to public
hi gh school)...It was in school where he first was
provi ded a comruni cati on book whi ch enabl ed hi mto make
real contact with others for the first tine...He | earned
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toride a bus, go into stores, wait his turn, open his
| ocker, hang up his coat.

"He had problens (in school) at first, but as they
figured himout and he figured out what their rules
were, he had few problens...The thing they had the
hardest tinme with was getting himback on the bus to go
back to the Center. He would throw tantruns at that
poi nt .

“(During sunmer recess at the Center)...it was so —
not hing...no foll ow up prograns of any kind...

"When he graduated (from high school), his teacher
requested a neeting with Center staff to tal k about how
the public school teachers had worked with R chard and
how we wanted that transferred to the Center...(Center
staff) thought I was crazy for asking something |ike
that... They said, 'W don't think that's going to hel p.
What good will it do?

"I"'mafraid he will end up just sitting on his
unit. That's what other people do. That's what he's
doi ng this sumer.

"He lives in a locked unit...The roomis barren
... There are no carpets or curtains because people wl |
destroy them .. The television and radio are covered so
the residents cannot touch the knobs...At school he
liked to sit in a bean bag chair to relax, but they say
he can't have it at the Center because it would be
dest r oyed.

"Staff have always said he can't do things ('he
can't ride the bus, he'll throwa tantrum)...Richard
has not been violent with ne because he's given things
to do and...participate in...and | take himaway from
the Center. He runs away fromthe Center, but when |I'm
with him(in the community) he never tries to run away.
He figures out howto run away a little bit quicker than
the other people on his unit...It's hard to go there,
it's hard to take himback. | feel like I'mtaking him
back to prison.™
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RI CHARD S EXPERI ENCE | N THE COVMMUNI TY:

"For the first tine in his life he has a tan."

WCA's interview al so covered the period after R chard noved from
the DD Center to a group hone.

Wien Richard first noved fromthe Center, he had a difficult tine
adjusting. He was destructive of property and made so nuch noi se
that people in neighboring apartnents conpl ained. After he noved
to a small group honme, his adjustnent began. He is still sone-
what destructive (especially of electronic equipnent), and
receives close supervision, but had progressed significantly in a
nunber of areas in the year prior to this interview

The persons speaking are community service workers;

"When Richard was at the Center, he was in a | ocked
unit...Here we use beepers that make noi se when t he door
opens. There've been a couple of tines when he has run
across the street, nornmally when he hears a radio or
sonething he likes...but he has never tried to run away
at night.

"At one tine, every piece of electronic equipnent
was in the back of the house (to keep them away from
Richard). W couldn't even have a |lanp out. At the
Center all equi pnent was behind a | ocked door. The
things we keep around here now with no probl emincl ude
the stove, tel ephone, ceiling fan and m crowave.
Richard' s less likely to destroy things now because he's
Fxppsed to them they are not | ocked away. And we set

Imts.

"He participates in everything we do here...| take
hi m grocery shoppi ng, he pushes the cart...participates
in the food selection...He wants to go out all the tine
...He has learned to avoid | oud nusic and crowds... (But)
he |ikes wal king in the park, going to the pool, eating
at fast food places. A year ago at the pool we would
have had to redirect himnot to scream clap, etc. Now
there is no redirection needed. He is very sensitive to
soci al cues.

"When he first came here, we had to practically
dress him Now he can get dressed by hinself. | expect
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Richard to do a nunber of things for hinself...and cl ean
up at nmeal tinme. |If he makes a ness, he picks it up..
W expect himto behave according to social norns...
Expectations are the key to his change in behaviors
...He's a lot sharper than he lets on...He shows the
ability to pick up on tasks...

"I"moptimstic because he has displ ayed the
capacity to learn. Wen OT.* first started working
with Richard, there'd be hand cl apping, biting, agita-
tion. ..R chard cane to |ook forward to O T....He has
worked at a single task for as long as fifteen m nutes,
which is pretty amazing for him..Wen he first got here,
iflyou got himto sit up at the table you were doing
wel . "

(Maj or continuing problens include keeping himfrom
breaki ng things, inappropriate behavior in public
pl aces, difficulty in finding doctors and dentists who
can work with R chard, and hel ping R chard nake contacts
wi th people other than staff and his guardi an)..."But
he's happy here...he doesn't try to run away."

The person speaking is R chard' s guardi an

"The nost exciting thing is that we know Ri chard
can make it (in the community)...He's not in jeopardy
...He won't be going back to the Center.

"He's eating a wide variety of food...has put on
weight. He eats fruit, chicken, hanburgers, hot dogs,
french fries. He's getting out to do things.

"For the first time in his life he has a tan."

"CYNTH A"

Cynthia is in her 20's and has lived in a DD Center since chil d-
hood. She is |abeled as "severely nentally retarded with chal -
| engi ng behaviors."” She has been on nedications for nmany years,
but recently they have been successfully reduced. Her guardi an
is working on finding a cormmunity placenment for her.

?CIT. refers to "occupational therapy" or "occupationa
t herapi st. "
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CYNTH A'S EXPERI ENCE I N A DD CENTER

"No, it's unlikely that her
behavi or will ever change."

The person speaking is Cynthia' s guardi an:

"What (the Center staff) say is the best way for
Cynthia to get out (of the Center) is for her to nove
through the Center's progression which is from'cottage X
to "cottage Y and from'cottage Y to the next step up. So
| asked them what Cynthia would have to do in order to nove
to 'cottage Y.' They told ne she'd have to be |ess self-
injurious...but that even if that behavior goes down she
won't be able to nove because of (other behavi or
problens)...l asked, 'Is that behavior likely to change?

and they said, '"No, it's unlikely that her behavior would
ever change.'’

"I said, "You're telling nme, in order for her to get
out of (the Center), the next step is to go to "cottage VY,"
but she'll never be able to nove to "cottage Y'?'...and it
was |ike they didn't get it.

"Then one staff nenber |aunched into this discussion
of this new behavi or programthey have for her... She gets
stickers whe,n she does certain things right and gets
"smley faces' when there's a mstake...l went hone and
called a friend and said, *I understand why the residents of
(the Center) pound their heads into the wall, because if
the wall had been a little closer during that neeting,
that's what | would have been doing...""

"LEE"

Lee is a forner DD Center resident around 30 years old. He is
| abel ed "severely nentally retarded with chal | engi ng behaviors. "
He spent several years at a DD Center before receiving a com
munity pl acenent.
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LEE'S EXPERI ENCE IN A DD CENTER

"He was never even taught to button his shirt."

The person speaking is Lee's parent:

"Lee spent long hours on his unit with nothing to
do...He slept a great deal...The aides just sat and
snoked while residents acted out. | never had a sense
of formal progranm ng...There was no structure to what
they did with him..No one hel ped himgo through a book.

“"Lee lived in a cell-like room..He could not
protect his personal possessions from bei ng destroyed...
Peopl e around hi mwere yelling and scream ng...He had no
privacy...He is very fussy...not suited to that environ-
ment... He is very protective of what is his.

"He wants ne to sit and listen to him He wll be
quiet then...No one sat and |listened to himat the
Center...He was never even taught to button his shirt...
He put his underwear on backwards...He received no
bat hroom traini ng...Dressing and bat hing were done for
himto speed things up. Now he pours his own cereal. He
never had a chance to at the Center.

"When he first went to the Center, he spent sone
time in the infirmary where he did well. After noving
to his living unit (for persons with challenging
behavi ors), he began scratching and hitting at hinself
nore. He never got any behavi or progranm ng...Tinme out
was his program They'd give himnedications to keep
hi m qui et .

"Lee...wasn't loud until he went there...He is
experiencing all the enotions that were around him (on
his living unit at the Center). Wen they noved him

out, | said, '"This is the answer to ny prayers'...| pray
and hope that he never has to go back to an institu-
tion."
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LEE' S EXPERI ENCE I N THE COVMUNI TY:

"I can't believe it's the sane Lee."

The WCA interviewer spoke with Lee's parents and one of his
foster sponsors about Lee's progranms and experiences since

| eaving the Center. What follows is the interviewer's summary of
t hose conversations. The persons quoted are Lee's parents and a
foster sponsor.

Lee lives with his foster sponsors, their young daughter, and
anot her roommate in a four bedroom house. H's conmunity program
for the first two years enphasi zed i ndependent living skills,
behavi oral change, keeping a schedul e and stayi ng on task.
Shortly after noving, Lee got a three day a week job at a |oca
bakery. Twi ce a week he would jog at the Y and spend afternoons
with a county staff person in the conmunity. It was difficult at
first to get himup and to work. H's nmajor behavioral probl ens
occurred in the first few nonths while he was naki ng his adj ust-
ments. Once he becane used to keeping a daily schedul e, these
probl ens began decr easi ng.

He goes to softball games with his foster sponsor, and carries
the team s equi pnment. The team nenbers enjoy himand "see him as
a functioning human being. One of the best things is getting to
know people in everyday life..."

Lee is now nmuch | ess sel f-abusive than he was at the Center. He
has had his nedications reduced. He "keeps busy wth his weekly

program and stays on schedule.” Lee can now dress hinself,
shave, brush his teeth, brush his own hair, and "is |earning
manners."” He is nmaking progress with independent toileting. He

uses eating utensils properly and knows how to put away his
clothing. The next progranm ng phase is learning to help with
t he househol d chores and do his own | aundry.

Lee is "less frustrated" now that he has personal care skills.
According to both his foster sponsor and his natural parent, he
is much happier than he was at the Center and enjoys his daily
activities. "The environnent had a lot to do with his unhap-

pi ness.” Now that he has | earned to keep schedul es and care for
hinsel f, he is "nmuch closer to being ready for structured enpl oy-
nent. "
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At a softball ganme, Lee net soneone who knew hi m before he
returned to the cormmunity. His friend' s reaction: "I can't
believe it's the sane Lee."

n RAYH

Ray is in his md-60's. He was placed in a children's hone when
he was one. Wen he was five, he noved to a DD Center, where he
lived for 53 years. For the five years prior to his nove to a
comunity residence, he lived in an | CF/ MR

RAY' S EXPERI ENCE IN AN | CF/ MR

"He was sitting in a room by hinself
eating pureed food."

The persons speaking are two conmunity servi ce workers

"When | nmet him he was just working on puzzles and
watching t.v. He had a roonmate but they always had a
curtain pulled between them..He didn't socialize...he just
stared at the t.v. which he couldn't hear (because of

prof ound hearing loss)...Wen | tried to talk to him he
woul dn't | ook at ne.

"He was supposed to be working on various art
activities and things of that sort, but he wasn't very
i nterested...None of what the staff planned invol ved
| eavi ng the pl ace.

"He knows basic signs...Since none of the (I CFH M)
staff could sign, it didn't matter to him He was
virtually conpletely isolated and there was no com
munication with himat all.

"W were told he needed all his food pureed. That's
what (the ICF/ MR) was doing...He was sitting in a room by
hi msel f eating pureed food...

"Thi nk about that for yourself...think about being
put inthere as a little kid. No wonder the records talk
about himhaving a 'flat affect." He was downri ght
depressed, was just so very disconnected..."”
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RAY' S EXPER ENCE | N THE COVWUN TY:

“I'n the short tinme he's been here,
there are many nore expressions of joy."

The persons speaking are two conmunity service workers:

"After he got the idea he was going to nove (from
the ICF/ MR), he was just going crazy to talk to me and
be around ne...

"When he first got (to his day progran), he didn't
smle, didn't |ook around...he was shy, non-communica-
tive, alittle confused...the facility's records say,
"He can't speak, he doesn't speak, etc' Since he's
noved, he talks a little bit...Wen we had a neeting
with him..he was trying to conmuni cate with us about
sonet hing...He went through this el aborate charade. W
couldn't tell what he neant. And he finally said,
"Flowers and plants.” He wanted flowers and plants in
his room

“In the short tinme he's been here, there are nany
nore expressions of joy...He gets very excited about
goi ng places. W were going downtown on the bus. He'd
keep | ooki ng and pointing with wonder on his face...l've
seen himrealize that he's part of a group and that he
can interact...(Now) he really notices what's goi ng on
around him He will make (visual) jokes, then turn to
the group for approval.

"He is |labeled 'noderately nmentally retarded,’ but
that is probably wong. He does puzzles very well...He
shows problemsolving ability...He figures out how to
get what he wants.

"We tried cutting food up in snmall pieces, at first
...V haven't seen any problens (with regular food).
Today he had neat |oaf, nashed potatoes, vegetables. W
have himreferred to QT. to get himto cut up his own
f ood.

"The famly he lives with lets him have a |ot of
say in how he has his own things, sonething he didn't
have before... At (the ICF/ M) many of his things were
stored away. He has his things in his roomnow. He can
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arrange where he wants them He really enjoys pictures
of pretty things like flowers, plants, trees...The fact
that he can have space for his pictures is a big thing
for him"

C. SUMVARY

These experiences speak for thensel ves, sonetines el oquently,
regarding the inpact on residents of life in Wsconsin institu-
tions. The interviews also give us sone sense of the dramatic
effect on people's lives of leaving these facilities to nove into
the comunity. W sumari ze here sone of the nmmjor recurring
thenmes in these interviews, enphasizing those which correspond
with the patterns of violations identified in official surveys
(Chapter 1V):

1 The nost frequent conplaint about life in the institu
tions described here is that nothing is going on in the
residents' lives. That appears to be related, at |east

in part, to facility staff's | ow expectations concern
ing residents' capabilities in the institution as well
as potential for living in the comunity.

2 These interviews also add insight on how isolating and
grimlife can often be in institutions. The interviews
provi de convincing evidence that residents are aware of
t he negative aspects of these environnments and that
sonme residents have a burning desire to | eave these
pl aces.

3 When peopl e are given a chance to | eave the institution
and nove to adequately supported conmunity arrange
nments, the nove can literally be |ife-transform ng.
Some of the interviews convey a feeling of |iberation,
of | eaving the custody and confines of "the closed
pl ace" to return to the freedom of open society. This
feeling is not sinply due to an increase in personal
liberties. 1t also relates to the transition from an
envi ronment in which people often define you in terns
of "what you can't do" to one in which people have
posi tive and chal | engi ng expectations of what you can
| earn and who you coul d becone.

The characterization in one of the interviews of what
is happening in the Iife of a person who had recently
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noved out of an institution seens quite apt: "It's
i ke watching a fl ower open up."

4, The |ife experiences of persons confined to institu-
tions stand in stark contrast to the vision for people
wi th devel opnental disabilities which is enbodied in
the five goals derived from Wsconsin statutes and
pol i ci es:

“Integration into the conmmunity's nai nstreant

"A val ued hone in the conmunity"

Enphasi zing "skills, behaviors, and service
settings which foster naxi num f easi bl e partici pa-
tion in community life"

Enabl i ng people to be "part of a network of
personal relationships with val ued peopl e"

Achi evi ng "maxi num f easi bl e control over their own
l'ives"

On the other hand, when we |earn about the life
experiences of persons who have noved to the conmunity
frominstitutions, we see the powerful, positive inpact
on people's lives of a service system approach which is
based on these goals. These success stories validate
these five goals and point to the urgency of putting
them back at the center of the state's planni ng

pr ocess.

Al t hough a sanpling of stories about formerly institutionalized
peopl e with devel opnental disabilities who are adjusting to
community life does not "prove" that comunity integration
"works" for all persons with devel opnental disabilities, these
stories: (a) denonstrate that comunity integration can work for
people with a wide range of inpairnents; and (b) provide sone of
t he explanations for these successful adjustnments. The |essons
we learn fromstories |ike these have inplications for devel opi ng
communi ty support for many ot her people wth devel opnment al
disabilities currently living both in and out of institutions in

W sconsi n.
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CHAPTER 1V:  OFFI Cl AL EVI DENCE OF STATEW DE ACTI VE TREATMENT
VI OLATI ONS | N W SCONSI' N

| NTRODUCTI ON

In this chapter we present findings by federal and state survey
teans of ongoi ng, statew de violations of federal Medicaid
program regul ations related to active treatnment. This evidence
covers the period January, 1986, through February, 1989, and is
taken fromofficial reports on the DD Centers and on eight of the
22 free-standing ICFs/MR in Wsconsin. Qur focus includes both
public and private facilities. However, all the facilities are
regul ated by the state and federal governnent, and all the
reports we have relied on are available to the public.

W have included the findings of federal and state surveys in
this report:

(a) to show that there are ongoing and pervasive violations of
Medi caid regulations in Wsconsin, 17 years after the start
of the I CF/ MR program and four years after increased
enforcement of active treatment requirenments began; and

(b) to add detail to and show the universality of the picture we
get fromthe interviews in Chapter Il of what life is |ike
in Wsconsin institutions. ,
Even though full conpliance with active treatment regulations
still falls far short (or m sses the point) of the state's nmjor
goals for people with devel opnmental disabilities (see Chapter
1), it is instructive to exam ne the pattern of violations of
these regul ations. One striking aspect is the extent to which
these patterns correspond with sone of the mgjor thenmes which run
through the Iife experiences of a nunber of the persons we
i nterviewed. These common thenes include: isolation; nothing
going on in residents' l|ives; inaccurate assessments of resi-
dents' capabilities; violation of privacy and |oss of dignity; the
negative inpact of institutional environnents on behavior and
functional abilities; and failure to devel op even the nost
rudi mentary of daily living skills.

As we see the glinpses of life in these facilities which these
viol ations provide, we are rem nded of an inportant fact: these
places are institutions—they have the feel, the atnmosphere, the
unm st akabl e and indelible air of institutional [ife. No set of
standards, no matter how well-intentioned the drafters and how
vigilant the enforcers, will change that basic reality
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The findings presented in this chapter are not the subjective
i npressions of advocacy groups or other opponents of the use of
| CFs/ MR and nursing hones. They are the official, objective
records of state and federal governnent survey teans. W have
organi zed these findings of violations of active treatnent -
related standards into the foll ow ng sections:

A EVI DENCE OF RESI DENTS RECEI VI NG NO PROGRAMS AND SERVI CES OR
M N MAL LEVELS OF PROGRAMS AND SERVI CES

B EVI DENCE OF RESI DENTS RECEI VI NG PROGRAMS AND SERVI CES WHI CH
ARE NOT | NDI VI DUALI ZED OR ARE POORLY | MPLEMENTED

C FAI LURE TO PROVI DE RESI DENTS W TH SPECI ALI ZED PROFESSI ONAL
PROGRAMS AND SERVI CES

D FAI LURE TO USE APPROPRI ATE RESI DENT EVALUATI ONS AND RE
ASSESSMENTS | N DEVELOPI NG PROGRAMS AND SERVI CES

E USE OF CHEM CAL AND PHYSI CAL RESTRAI NTS AND AVERSI VE
PROCEDURES | N THE ABSENCE OF APPROPRI ATE PROGRAMM NG

F. OBSTACLES TO ACTI VE TREATMENT RELATED TO RESI DENTS' LI VI NG
ENVI RONMENT AND STAFF TREATMENT OF RESI DENTS

We present here evidence of active treatnent violations for the
three DD Centers and eight free-standing | CFs/ MR To determ ne
which ICFs/MR to include in this report, we reviewed Nursing Hone
Profiles conpiled by the State Division of Health for each of the
22 free-standing ICFs/ MR in Wsconsin for 1986, 1987, and 1988.
These profiles provide overviews of surveyors' findings of

vi ol ati ons of applicable federal programregul ations, and of
Chapters HSS 132 and 134 of the state's Admi nistrative Code

(whi ch define conditions of |icensure for nursing hones and

| CFs/ MR).

In selecting the free-standing ICFs/MR to include in this report,
we focused on facilities which house a substantial proportion of
the total nunmber of ICF/ MR residents in Wsconsin, and which have
a significant nunber of violations. Thus, we have included in
this report those facilities with popul ations of 50 or nore which
have been cited for the nost violations of federal and state
regul ations for 1986-1988, according to the Division of Health
Nursing Hone Profiles. The conbi ned popul ati on of these facili -
ti es exceeds one-half of the total population residing in free-
standing I CFs/ MR in Wsconsin.
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W have included those surveyors' findings which, in our opinion,
denonstrate nost clearly the consequences for residents of life
in these facilities. This report includes surveys from January,
1986, through February, 1989, because of the inportance of
exam ni ng patterns of problens not only across facilities, but

al so across tine.

Pl ease keep in m nd:

These violations are only a fraction of those cited between
1986 and February, 1989, for the facilities included in this
report.

The facilities included in this chapter house approxi mately
2700 of the 3546 people who live in the DD Centers and free-
standi ng | CFs/ MR

In March of 1986 HCFA inforned the Secretary of Wsconsin's
Departnent of Health and Social Services that federal
surveyors had found that "...active treatnment was not being

provided to |l arge segnments of the resident population..."” in
the DD Centers and | CFs/ MR 13

To avoid decertification actions by HCFA, in |late 1986 the
state approved for Southern Wsconsin Center 115.25 new and
re-all ocated positions and a funding increase that totalled
$4, 656,989 for fiscal years 1987 and 1988. The state al so
approved for Northern Wsconsin Center a funding increase
that totalled $1, 265,748 for fiscal years 1987 and 1988 to
cover 31.2 new and re-allocated positions and additional
psychol ogi cal services. |In spite of these energency staff-
ing and funding i ncreases, active treatnent violations for
these facilities have continued, as denonstrated by the
evidence presented in this report for 1987 and 1988. In
January, 1988, Central Wsconsin Center received state
approval to hire 16.35 additional staff, resulting in a
funding increase for fiscal years 1987 and 1988 t hat

Letter from Barbara J. Gagel, Regional Adm nistrator,
Health Care Financing Adm nistration, to Linda Reivitz,
Secretary, Wsconsin Departnent of Health and Social Services,
March 3, 1986.
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total |l ed $456,700.* Nevertheless, the state 1988 survey of
Central Wsconsin Center shows continuing serious active
treat ment probl ens.

Wsconsin is in the process of converting over 1700 nursing
hone beds to I CF/ MR status, on the theory that active
treatnent can be delivered in an institutional setting and
will benefit the residents of these facilities. W think
this theory is not valid. W encourage readers, as they
review this evidence, to consider the validity of this
theory for thensel ves.

Information on these staffing and fundi ng i ncreases at the
three DD Centers was provided in an April 17, 1989, letter to WCA
by the Director, Ofice of Program Support, Division of Care and
Treatnent Facilities, DHSS.

59



EXPLANATI ON O THE CODES USED IN THE CHARTS

1. Facility

2. "DOH'" + 6-digit
nunber + date

3. "FED' + letter +
3-digit nunber +
dat e

4. Applicable
Medi cai d Program
Regul at i ons

THROUGHOUT CHAPTER 1 V.

I ndi cat es which of the DD Centers or
| CFs/ MR the particular source cited

refers to. See list on the next page
for abbreviations used in the charts.

I dentification nunber of a specific
violation froma witten survey,
conducted by the Wsconsin D vision of
Health (DOH), Bureau of Quality
Conpl i ance, and the survey conpl etion
date on the source docunent (which may
differ fromthe date on which the

viol ation took place).

Vi ol ati on nunber froma federal "Il ook-
behi nd" survey conducted by the U. S
Departnent of Heal th and Human
Services, Health Care Financing

Adm ni stration, and the survey date on
t he source docunent (which may differ
fromthe date on which the violation

t ook pl ace).

At the end of each item of evidence,
you wi Il find the nunber of the

speci fic Medi caid programregul ation
which was violated, e.g. [Violates 42
CFR 442.486]. HCFA issued new

Medi cai d programregul ations in 1988
whi ch took effect in October, 1988.
The original regulations are the ones
cited in nost instances in this
chapter.

Al citations are direct quotations fromstate or federal
reports, except where parentheses are used to denote para-
phrasing or clarifying information.
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EEY TO FACILITY ABBREVIATIONS USED IN THE CHARTS

DD Centers

SWC

CWC

ICFs/MR

Cottonwood (cited as
"Demas" in 1986-87
surveys)

Hearthside
Horizons Unlimited
Jackson Center
Milwaukee County
South*

Orchard Hill

St. Coletta

Van Buren

Southern Wisconsin Center for the
Developmentally Disabled, Union Grove

Central Wisconsin Center for the
Developmentally Disabled, Madison

Northern Wisconsin Center for the

Developmentally Disabled, Chippewa
Falls

Cottonwood Center, Green Bay (53 beds)
(formerly Demes Rehabilitation Center)

Hearthside Rehabilitation Center,
Brown Deer (247 beds)

Horizons Unlimited, Rhinelander (248
beds)

Jackson Center Nursing Home, Milwaukee
{126 beds)

Milwaukee County Mental Health Center
Rehabilitation Scuth (125 beds)

Orchard Hill, Madison (96 beds)

St. Coletta/Alverno Cottage, Jefferson
{76 beds)

Van Buren Hall, Green Bay (50 beds)

* Milwaukee County South received approval to work toward
ICF/MR status in August, 1987, and was certified in April,

1989.

It is included here because people with develop-

mental disabilities comprised a substantial part of its
total population prior to 1989, and because it meets our
other selection criteria.
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A EVI DENCE OF RESI DENTS RECEI VI NG NO PROGRAMS AND SERVI CES OR
M NI MAL LEVELS OF PROGRAMS AND SERVI CES

The evidence in this section denonstrates that nmany residents of
facilities in Wsconsin are receiving no prograns or services at
all, or virtually none. The findings point to |ong hours of

i dl eness, wasted days, and residents left unattended -- in sone
i nstances whil e residents engage in ongoing, self-injurious
behavi or.

Thi s section al so includes evidence of mmjor service gaps which

must negate, or severely reduce, the benefits fromthe services
residents do receive. The findings include residents going through
entire summers w thout structured activities, receiving only one
training session in self-help over a two-day period, and receiving a
total of four to ten mnutes a day of progranm ng.

1. Evi dence of residents receiving no prograns or services at
al |
Facility Sour ce/ Sunmmar y/ Descri ption
Dat e

Heart hside DOH 423994 Each client has not received an active...(treatnment) program
2/ 22/ 89 which is ongoing and includes (a) consistent individual-
i zed...programapplication...On 2/8/89 on the p.m shift, the
surveyor...(observed) 10 residents...with TV on and no one watching...Res.
#0948 with short verbal outburst once per minute for 10 nminutes. Res.
#1027 whining and striking self with force - counted 17 tines in two
m nutes. No programi ng observed - only staff interventions were
directive to sit or come...N neteen residents with one direct care staff
on the p.m shift in the 2N solarium Staff interventions were verbal and
sol ely focused on keeping residents in the area. There were
no...(activities) - no nmaterials...

(Ona.m shift) resident #1100 hit...hinmself in head nine
times without intervention. Five minutes later hit head
three tinmes. Only staff interaction was...to direct resident
to sit down or stay in solarium On 2/9/89, day shift...(a
resident) with programfor self abusive (behavior)...struck
self repeatedly without staff intervention... [Violates 42
CFR 483. 440]

DOH 433379 The facility has failed to provide sufficient direct care

2/ 22/ 89 staff to manage and supervise clients in accordance with their
i ndi vi dual program plans. Exanpl es:
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Facility

Sour ce/ Sunmar y/ Descri ption
Dat e

Hear t hsi de

Hori zons
Unlimted

...Between 9:30 a.m and 9:45 a.m on 2/10/89...twenty-three
residents were on the unit with one RA who was in a room
maki ng a bed. At |east six of the residents were in the

sol arium al one engaged in no purposeful activity. Resident
#275 was in the hallway alone rocking in a chair...Between
9:45 and 9:50 on 2/10/89 on the 2 NWunit one RA was in the
solariumwith 20 residents. The RA was folding linen...while
one resident was rocking on the floor, one resident was
renoving his pants. Resident #1077 was in Rm 263 sitting in
the corner making | oud noi ses and poundi ng on the cl oset
walls. [Violates 42 CFR 483. 430]

DCOH 295191 ... For extended periods of tine residents have been observed
5/ 21/ 86 (often unattended) in solariunms wthout any progranm ng...
[Violates 42 CFR 440. 150 and 435. 1009]

DOH 295132 ...0On 5/8/86, 6 residents were unattended in the | ounge

5/ 21/ 86 adjacent to rm 293. Nine residents were unattended in the

| ounge adjacent to rm 249; the | ounge was bei ng nopped and one resident
was restrained. On 5/7/86 11 residents were in the |ounge adjacent to rm
253 unattended; one R/A entered the room turned on a TV and told the
residents to watch it. On 5/12/86 8 residents were unattended in the

| ounge adjacent torm 173... [Violates 42 CFR 442. 433]
DOH 426386 ... Residents were observed for extended periods...w thout any
10/ 5/ 88 activity program..body rocking, playing with strings, socks,
shoes, underwear, engaged in stereotypical novenents... staff

did not have the tinme to spend training residents in these
requi red areas and often were unaware of where the resident
was. [Violates 42 CFR 442.433]

DOH 417696 ... Throughout the survey... survey staff observed...residents
9/ 29/ 87 who were poorly dressed, engaged in...aggressive behavi or
repetitive behaviors, screaning, crawing on the floor, stealing others
food, and staff were unable to intervene in an appropriate manner.

Exanpl es include but are not limted to...9/15/87, 10:20 AM
Resi dent #6198 was...(nmoving a) chair around the day room
area, bunping into other residents who were |lying and craw -
ing about on the floor...During this tinme the staff nenber in
the inmedi ate area was sitting...in the doorway, to prevent
residents fromleaving... [Violates 42 CFR 442.432]
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Jackson
Cent er

.
Col etta

SVWC

Sour ce/ Sunmar y/ Descri ption

Dat e

DOH 405006 ...Residents #0263-0198-0153-0116- 0110- 0080- 0226- 0077. . .do
11/ 24/ 86 not attend outside programm ng and were observed for hours

lying on their beds or sitting at the ends of hallways or roam ng
aimessly about the facility. [Violates 42 CFR 442.411]

DOH 403421 ...Many residents were observed sitting in their roons,
11/ 24/ 86 standing in the hallways during scheduled class tines. No
attenpt was namde to involve these residents in prograns... On

11/20/86...16 residents were attending the adaptive education
class in the dining roomon first floor. Only two residents
were actively participating...The other residents were
observed sitting at tables and wandering in and out of the
dining room.. [Violates 42 CFR 442. 435]

DOH 408657 ...Residents remaining on the unit (during the day) were

3/ 27/ 87 observed engagi ng in mal adaptive behaviors including clinbing
on furniture, assaulting peers, lying on the floor, self-
isolation/withdrawal, and a variety of self-stinulatory behaviors...
[Violates 42 CFR 442. 433]

FED ...Residents were observed wandering about the facility,
6/ 10 - lying in bed and sitting alone...At any tine, except neals,
6/ 13/ 86 surveyors counted in excess of 10-12 residents on the sleep-

i ng wi ngs, pacing, lying in bed; and there were no direct care staff
available in the area...A resident record...contained the entry "sleeps in
bed nost of the day, chooses not to attend nobst activities." [Violates 42
CFR 442. 435]

FED ...Direct care staff in Cottages such as 18 and 11 were

5/19 - observed nmeking beds and other chores while their eight

5/ 23/ 86 clients were unsupervi sed and observed stripping, rocking,
roanmi ng and exhi biting other mal adaptive behaviors..
[Violates 42 CFR 442. 433]
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Facility

Van
Bur en

Jackson
Cent er

SWC

Sour ce/
Dat e

FED W210
W11 5/9 -
5/ 11/ 88

DOH 426018
3/11/ 88

DOH 424239
10/ 7/ 88

FED
5/19 -
5/ 23/ 86

FED W219
1/ 26 -
1/ 29/ 87

DOH 419391
7117/ 87

DOH 414707
7/ 28/ 88

Evi dence of residents receiving prograns and services at m ni nal
| evel s and/or with nmaj or gaps

Summary/ Descri ption

...Over two plus days of surveying, two surveyors observed
only one training session (in daily living, self-help, or
social skills)... [Violates 42 CFR 442. 433]

... Three residents in H ghview 4C were observed to be al one
in the second dayroomwi th the lights out for a 30-m nute
period of tine and they didn't recei ve any staff interac-
tion/ observation during this tine. Interactions observed on
this P.M shift were reactive in nature, rather than proac-
tive/teaching (e.g., "no stealing")... [Violates 42 CFR
442, 411]

Observations and interviews with direct care staff reveal ed
that they did not have training adequate to inplenent |PPs..
Interviews and observations on 9/27/88 and 9/28/1988 with
direct care staff regarding unit based activities they were
assigned to do with residents denonstrated the only activity
noted was coloring... [Violates 42 CFR 442.432]

...in Cottages 10 and 11 activity schedules reflected gross
and fine notor activities for approximately one hour period
in the norning and the afternoon, constituting all program
mng for these clients...however...each client's portion of

the programlasted for only 4-10 minutes... [Violates 42 CFR
442, 433]

...clients were observed for extended periods w thout the
provision of training, |leisure activities or needed staff
intervention...As a result, down tinme was observed to be
"dead tine," not resulting in or pronoting the individual's
growth or devel oprment...Clients were observed to be pushing
each other, pushing staff, eating inedibles and ripping clot-
hing. [Violates 42 CFR 442.435]

The suspension of the regularly schedul ed program and ser -
vices that are held Septenber through May for the summer

months results in nunbers of residents whose training and
habilitation needs are not net... [Violates 42 CFR 442. 463]

There is not an active treatnent process in evidence..
[Violates 42 CFR 440. 150]
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Facility Sour ce/ Summar y/ Descri ption

Cotton

M | wau
County
Sout h

St
Col et t

Or char
Hill

Dat e

wood DOH 430051 Active treatnent for all residents is not provided by the
9/ 29/ 88 facility...(Areas not addressed include) feeding, conmunica-
tion, and behavior... [Violates 42 CFR 440. 150]

kee DOH 410472 All residents who are devel opnental |y disabled are not

5/ 28/ 87 receiving active treatnent. The active treatnent does not
include the resident's regular participation in professional -
|y devel oped and supervised activities, experiences and
therapi es which are directed toward acquiring...(the) skills
necessary for the client's maxi num possi ble...independence.
[No federal regulation nunber cited]

DOH 435227 The facility residents are not always in an active treatnent

a 11/ 29/ 88 program t hroughout the day. Residents ignore progranms or
wander throughout facility... [No federal regulation nunber
cited]

d DOH 404698 The activity schedul es all ow periods of unschedul ed activity

374/ - to extend |l onger than three hours for sone individuals.

3/10/ 87 These schedul es are not inplenented daily... [Violates 42

CFR 442. 435]

B. EVI DENCE OF RESI DENTS RECEI VI NG PROGRAMS AND SERVI CES VWHI CH
ARE NOT | NDI VI DUALI ZED OR ARE POORLY | MPLEMENTED

Surveyors' reports indicate that active treatnent for |arge nunbers
of residents of facilities in Wsconsin is destined to fail

regardl ess of the duration or intensity of prograns, or the
conpetence of staff, because nuch of the progranm ng is not
designed to fit the needs and skills of the individual resident. W
find instances of witten orders and plans which are alike for

| arge groups of residents, even though the residents do not need
the sane services, and of activities which have no relationship to
t he individual plan objectives or to the skills the residents need
to learn. W also find evidence of failure to help residents |earn
basic activities of daily living, which reduces the |ikelihood that
these residents will be recommended for discharge, and pronotes the
ki nds of dehumani zi ng circunstances which we explore further in
Section F.
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Sour ce/ Sunmar y/ Descri ption
Dat e

Hori zons
Unlinmted

Hear t hsi de

CWe

SWC

DOH 417949 Living unit staff do not adequately and consistently train

9/ 29/ 87 residents in ADLs and the devel opnent of self-help and soci al
skills...(Exanples) On 9/17/87 this surveyor observed ...resident #6218
again on the floor "scooting" about, playing his gane of getting staff
attention by trying to get past the staff in the doorway. The staff

person junped at him making a |oud noise, and | anded right at his side.
She then proceeded to nmaneuver him off down the hall, using her feet and
lower legs in a shoving nmotion...Staff responses and | ack of response only
serve to reinforce residents' dependency and aberrant behavior. [Violates
42 CFR 442. 433]

DOH 417954 ...Residents were observed throughout the survey process
417953 appeari ng di shevel ed, wearing unsuitable clothing, stained
9/ 29/ 87 with food, wet with saliva and other substances. Residents

hair is nessy and presents an unconbed appearance. Residents exude odors
whi ch strongly suggest bodi es and undergarments w th urine/soiling not
wel |l cleaned up. Many residents have bad breath...C othing was often too
Il ong, too short, too big, too small. Colors were inappropriately m xed as
were patterns and materials... [Violates 42 CFR 442. 443 and 442. 442]

DOH 405086 ...Residents were observed attenpting to eat a thin soup from
2/ 23/ 87 soup bowl s using teaspoons, as no tabl espoons, soup spoons,

or soup mugs were provided. The frustration caused nany of the residents
to drink the soup fromthe soup bows. When this was attenpted by the
residents, the staff would direct the residents to eat with the
teaspoons... [Violates 42 CFR 442. 467]

DOH 414828 Facility staff failed to provide adequate supervision for

7/ 28/ 88 sel f-help eating progranms in dining roomareas...(Exanple) at
the evening nmeal on 3B on 7/13/88...resident #5-019...was

upset, and sneared food everywhere...He was given little

assi stance or supervision as staff was busy with other resi

dents. . .Resident #5-2501 attenpted to eat his pie by holding

smal |l dish in hand, dropped pie onto his bib, then ate the

pie off his bib without redirection... [No federal regula

tion nunber cited]

DOH 436773 (The I PP must include)...training in personal skills essen-
11/11/88 tial for privacy and i ndependence...Toil et paper, soap, and
paper towels were not readily accessible for any of the resident

bat hroons in Cottage 3 on 11/8/88 from6:30 a.m to 7:56 a.m Al so during
this sane period, three residents... wal ked naked to the bathroom across
the hall...and then through the dayroom No attenpts...to teach the
residents to
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Facility Sour ce/ Summar y/ Descri ption

Dat e
use a bathrobe or to dress in the area where they undress
etc. [Violates 42 CFR 483. 440]
Orchard DOH 405576 The program schedules... for the use of...staff do not reflect
Hill 3/ 11/ 87 resident training in activities of daily living or devel op-

ment of self-help and social skills...Schedul es were general and non-specific...
[Violates 42 CFR 442. 456]

Van FED W14 ...Program plans were frequently not specific (nor devel oped
Bur en 5/9 - to meet clients' needs)...For exanple, one man had an obj ec-
5/ 11/ 88 tive to alert staff of any soreness of gums. The program

whi ch was devel oped addressed cl eani ng of dentures...Another
...programplan...required...(a) wonman to trace certain

i nformation. However, the woman was able to wite the infor-
mation without tracing... [Violates 42 CFR 442. 434]

S. DOH 414412 ...Training and habilitation objectives for residents are not
Col etta 11/ 20/ 87 al ways stated in...terns that allow progress to be assessed ...
[Violates 42 CFR 442. 463]
SWC DOH 436775
11/11/88 . Many instances were found throughout the facility where the
(I PP) objectives are not witten in neasurable terns...
[Viol ates 42 CFR 483. 440]
NWC DOH A
281200 ... There are areas in which WAF* program tasks have no rel a-
3/ 18/ 86 tionship to the stated objectives: i.e., noney to buy a can of
pop equal s devel opnent of social skills, wal ks equal ADL skil
developnent... [Violates 42 CFR 442.433] [*WAF refers to
the "Ward Activity File" which..."is a file of activities
(devel oped by NAC for each resident) that facilitates the
provision of active treatnment in an organi zed yet flexible
format..." (From explanatory material devel oped by Northern
W sconsin Center)]
DOH A ...Despite the WAF Program each resident is not receiving
281191 adequat e training designed to encourage maxi mum i ndependence
3/ 18/ 86 in health, hygiene, and grooning practices, including bath-

i ng, brushing teeth, shanpooi ng, conbing and brushing hair, shaving, etc.
[Violates 42 CFR 442. 486]

Jackson DOH 424240 The facility's direct care staff have not consistently denon-

Cent er 10/ 7/ 88 strated the inplenmentation of programming in activities of
daily living and devel opnent of self help and social ser-
vices... [Violates 42 CFR 442. 433]
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Facility Source/ Summary/Description

Date
Jackson DOH 405685 ...Residents weren't trained in activities of daily living.
Cent er 11/ 24/ 86 Early morning cares and bedtime cares were provided in groups
without individual skills being taught/strengths ad...
DOH 402155 [Violates 42 CFR 442.433]
11724186 ...Many. ..(individual) plans were repetitious with goals for
residents very similar for the entire populati on... [Violates
42 CFR 442.475 and 442.434]
oW FED W215
1/ 27 - The program plans available to direct care staff are not
1/ 31/ 86 specific, for 48 of 50 randomly selected residents... [Vio lates

42 CFR 442.434]

C. FAILURE TO PROVIDE RESIDENTS WITH SPECIALIZED PROFESSIONAL
PROGRAMS AND SERVICES

In this section, we present evidence of the denial of residents'
rights to specialized professional programs and services, such as
physical therapy and speech therapy. At times, the lack of these
specialized programs and services not only limits residents'
opportunities to progress, but also leads to regression and loss of

ability to function, e.g., deteriorating eati ng skills and
ambul ation.

Facility Sour ce/ Sunmar y/ Descri pti on
Dat e
Van FED Ws04 Al though the facility had a contract for occupational and
Bur en W505-Wb11 physi cal therapy services, these services were not being
5/9 - provided to clients...(For exanple):
5/ 11/ 88

One client who was severely stooped over and had a shuffling
gait. One client (who) used a wheelchair and had a shuffling
gait. There were at least three clients with cerebral palsy
that had difficulty eating, but there were no feeding eval ua-
tions done on these clients.

One client with cerebral palsy had his | ast physical therapy
eval uation March 16, 1983 (five years prior to this survey).
It said "has good range of notion and strength at extrem -
ties. Anbulates well with good bal ance and gait." Now the
interdisciplinary care plan has identified problens of
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Facility Sour ce/ Sunmary/ Descri ption
Dat e
"inmpaired gait and to be free of any falls due to unstable
gait..."
One client who now uses a wheel chair had a physical therapy
eval uati on Decenber 19, 1986. At that tinme it said "his gait
was i ndependent with wal ker. Needs work on endurance and
stair clinbing..." [Violates 42 CFR 442. 486]
Hori zons DOH 416151 The PT* & OT staff do not provide treatment and training pro-
Unlimted 9/ 29/ 87 grams...to preserve and inprove abilities for independent
function...and prevent insofar as possible, irreducible or progressive
disabilities through nmeans such as appliances, assistive and adaptive
devi ces, positioning, behavior adaptions and sensory stimulation to all of
the residents in need of these services.
... #6051 has an unsteady gait and has fallen many tines...He
was checked by PT for injury after one fall but there is no
program conponent designed to reduce the nunmber of falls.
[Violates 42 CFR 442.486] [*P.T. refers to "physica
t herapy" or "physical therapist."]
DOH 422571 ...MD ordered P.T. 3/30/88 for gait training related to a
M | waukee 5/ 12/ 88 fractured ankle. PT (done by contracted service) declined
County provi di ng service wi thout a guardian's signature. Guardian expired 8/87
Sout h No evidence of the nulti-disciplinary team planni ng/ managing to obtain
this needed service. No evidence that the MD who ordered PT was alerted
of the delay of weeks since order witten... [Violates 42 CFR 405.1124]
DOH 436782 Resident #5429 was reportedly anbulative in Wallace prior to
11/11/ 88 her transfer to Cottage 16...(where) she was not anbul ating.
SWC She was transferred back to Wall ace when she again was able to anbul ate

and then was transferred back to Cottage 16 where she is...unable to walk
(now) and is in a wheel chair all day. A physical therapist has been
working with her to decelerate the regression... [Violates 42 CFR 483. 440]

FED ...physician certifications and interdisciplinary teamrecom
5/19 - mendations consistently |isted behavior problens as the
5/ 23/ 86 overriding reason that clients nmust remain institutionalized;

yet, prograns to deal with these behaviors have not been
devel oped. [Violates 42 CFR 442.463]
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Facility Sour ce/ Sunmary/ Descri ption

Dat e
Heart hsi de DOH 433377 ... The professional staff...has identified in excess of fifty
2/ 22/ 89 resi dents who require behavior treatment programs and do not

have such a program established. (Exanples)...#1027 - head bangi ng; body
twisting; hair twirling. #6449 - pulling out her hair and picking her

scal p. #0698 - sel f-abusi ve rubbing body fluids into face, causing redness
and irritation. #1248 - clothes chewing. #760 - hitting peers and throw ng
obj ects. #1064 - breaking wi ndows. #1295 - Nane calling and striking out.
#1119 - fecal snearing. #875 - grabbing staff and peers. [Violates 42 CFR

483. 430]
Cott onwood DOH 430045 ... behavi or program devel opnent has not yet begun at the
9/ 29/ 88 facility... [Violates 42 CFR 442.489]
Jackson DOH 424111 ...Res. #059 observed 9/27/88 at 2 p.m in unit dayroom
Cent er 10/ 7/ 88 Resi dent biting tops of hands to point of draw ng bl ood
Direct care staff attenpting to follow guidelines provided
Wi t hout success. The three direct care staff in dayroom
clearly related their frustrations with approaches and | ack
of revision, noting an increase in self abusive behavior
since approximately 8/ 17/ 88 since resident was held from
wor kshop. Direct care staff state "every norning she says can
| go to work today?"..
Res. #180 has denpnstrated nunerous agitated episodes with
physi cal striking out behavior w thout evidence of revision
in guideline for "agitated behavior." Direct care staff
| ater viewed 9/28/88 re: #180 stated "she used to love to go
to wor kshop” "Now she hasn't gone for about a nonth" "She
hits people, gets shot, quiet for a day or two and then hits
sonebody again." [Violates 42 CFR 442.490]
SWC DOH 431870 The facility did not provide... speech therapy as identified
11/11/ 88 in residents' IPP's. Prograns and rel ated goals were...on
hold for up to three to four nonths..." [Violates 42 CFR 483. 480]
NWC DOH 409252 ...(Blind) Individuals...on various living units...are not
3/ 27/ 87 provi ded with progranming for trailing skills/mobility tra-

ining. [Violates 42 CFR 442. 454]

Cott onwood DOH 425041 Conprehensive audi ol ogi cal exans were not all carried out
5/ 13/ 88 based on results of screening...(For exanple)...(Resident)
#229. Last audio exam 6/13/86. Slight |oss found. No
further testing. Res. #224. Hearing eval. 1985 —"Severe
conductive...(hearing) loss..." (Recommended) annual eval -
uation. None found since 6/2/86...Res. #A213 - Hearing eval
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Facility

Sour ce/
Dat e

Surmar y/ Descri ption

Cot t onwood poH 425043

5/ 13/ 88

Demes DOH 296039 5/ 2/ 86

Orchard
Hill

Hori zons
Unlimted

DOH 414263
1/11/ 88

DOH 419397
7117/ 87

DOH 416153
9/ 29/ 87

DOH A
281189
3/ 18/ 86

10/ 21/ 87 showed m|Id to profound loss bilaterally. . .no
evidence of the assessnent of the use of anplification..
[Violates 42 CFR 442. 496]

Conpr ehensi ve speech and | anguage eval uati ons were not done
based on individual... needs. (Exanples)...Res. #267 screening
of 8/9/83 ...(recommends) "full speech/language (eval uation)
.Able to imtate variety of words...(Evaluation) was never
performed... (Resident) frequently screans out |oudly."

Res. #A275. No speech/communication...(evaluation) in
record. Res. uses only gestures to conmuni cate. Res. #262
... (diagnosi s) of expressive |anguage disorder. No speech/
...(comunication) eval. in record. [Violates 42 CFR

442. 496]

... There was no docunented evidence of direct contact between
(the speech) therapist and residents, and no evi dence of
written recommendati ons for programm ng/treatnent by the
therapist...The facility has many residents with nild to
severe comuni cation disorders. [Violates 42 CFR 442. 496]

... The facility has been wi thout speech services since md-
Cct. 1987 and has not enpl oyed an audi ol ogi st at |east since
| ast survey (ten nonths prior to this survey). [Violates 42
CFR 442. 498]

There are nunerous residents throughout the facility who
coul d benefit frombut who are not receiving conmuni cation
services... [Violates 42 CFR 442. 496]

...(There are no specialized prograns) for devel opi ng EACH
resident's conmmunication skills in...speech, reading, audi-

tory training, and hearing aid utilization... [Violates 42
CFR 442. 496]

... There is a |l ack of adequate program plans to nmaxim ze each
resident's devel opment and acquisition of perceptual skills,
sensorimotor skills, self-help skills, comunication skills,
social skills, self direction and enotional stability and
effective use of tinme, including leisure tinme... [Violates 42
CFR 442. 454 and 442. 463]
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D. FAI LURE TO USE APPROPRI ATE RESI DENT EVALUATI ONS AND RE-
ASSESSMENTS | N DEVELOPI NG PROGRAMS AND SERVI CES

The progress of residents is often hindered or prevented by
initial and ongoi ng eval uati ons which are inaccurate, and which
often enbody extrenely | ow expectations for people's future

devel opnent. In this section, we present evidence of reliance on
"informal perceptions” of residents' capabilities which limt
their opportunities to progress. The findings include eval uation
processes which consider no alternative for the residents other
than continued institutionalization, and re-assessnents which do

not | ead to changes in programgoals, even though the goals are
no | onger appropri ate.

There are al so exanpl es of individuals who were admtted to an
| CFs/ MR al t hough they did not have a devel opnental disability.
The evi dence shows that they were retained in the I CFs/ MR even
after assessnents verified that their placenents were inappro-
pri at e.

Facility Sour ce/ Sunmar y/ Descri ption

Dat e
Jackson FED WB30- A...resident had no verification in her chart that she is in
Cent er V831 fact nmentally retarded...and staff felt that she is not

3/ 23 - retarded and she denonstrated highly devel oped cognitive

3/ 25/ 87 skills in direct interviews with surveyors. A...resident,

who noves freely in the community w thout supervision and
recently had herself referred to a nental health center for
counseling...has no test scores in her psychol ogical report
to verify that she is in fact nentally retarded... [Viol ates
42 CFR 442. 456]

DOH 423985 The facility admitted and retained resident #0281 who

5/ 23/ 88 required services which the facility did not provide or nake
avai l able. A conprehensive pre-adni ssion eval uati on was not
conducted that covered resident #0281's cognitive |evel of
functioning. There was no admitting diagnosis of mental
retardation. According to the physician's progress note of
10/7/87, "...Patient may not be appropriate for facility..."
(An eval uation) on 12/14/87 stated that #0281 "is functioning
intellectually and adaptively in the borderline range of
normal intelligence" and that "there is little he could |learn
regardi ng adaptive skills at Jackson Center." [Violates 42
CFR 442. 418]
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Facility Sour ce/ Surmar y/ Descri ption
Dat e
Van Buren FED WB30 ...(Evaluations were) not always accurate. For exanple, one
5/9 - man' s nost recent psychol ogi cal evaluation placed himin the
5/ 11/ 88 severely retarded range in contrast with past psychol ogica
eval uati ons which place himfunctioning in the borderline range of
intelligence. Following an interview with this nan the surveyors
guestioned the diagnosis of severely nentally retarded and asked staff to
expl ain the discrepancy between the two tests. Staff commented that they
believed the man's functioning level was in fact closer to the borderline
score rather than the score which placed himin the severely retarded
range. [Violates 42 CFR 442. 456]
DOH 423425 ...Res. #108799 re-adm ssion assessnent did not address
M | waukee 5/ 12/ 88 resident's accel erated behaviors on readni ssion resulting
County (in) use of full leather restraints for 26 hours in 3 days ...In spite of
Sout h the interdisciplinary team s decision to refer resident #115916 for
community placenent on 2/22/88, referrals were not made until 5/11/88
[Violates 42 CFR 405. 1130]
DOH 414265 Records in general show a | ack of annual reviews...(and of)
Orchard 1/ 11/ 88 preadm ssion...(and) readnission evaluations... [Violates 42
Hill CFR 442. 499]
DOH 408431 ...annual reviews... lack docunmentation of consideration of
Denes 6/ 2/ 87 advisability of continued residence and alternative prograns
[Violates 42 CFR 442.422]
DOH 422290 ... The evaluation process does not include alternative ser-
Heart hsi de 3/ 3/ 88 vices for residents. Throughout the (review)... individua
program pl ans contained (an old)...statenment that reads..
"continued placenment in this...facility due to need for
structured and supervised environment." [Violates 42 CFR
442. 495]
DOH 414721 ... The only evidence of an interdisciplinary team di scussion
(@' 7/ 28/ 88 (of the advisability of continued residence and alternative
prograns)...is a recommendation to "refer to the placenent conmittee for
comunity placenent” or "continued residence on
_________ ," as exanples. This is not adequate discussion of
this matter... [Violates 42 CFR 442.422]
DOH 425506 There is no docunentation that the facility conducted a
Van 3/ 29/ 88 conprehensi ve eval uation of social, enptional, cognitive
Bur en factors on or before admission of (15) residents..

[Violates 42 CFR 442.500]
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Facility Sour ce/ Sunmar y/ Descri ption

Dat e
SWC FED W579 ...At least 100 clients need evaluations. Two of eleven
1/26 - records reviewed had no screening or evaluation, and one
1/29/87 record had an evaluation eight years old. There are no
policies and procedures specifying the length of time before
evaluations must be done, but eight years is far too long...
.[Violates 42 CFR 442.496]
Cot t onwood DOH 419083 ...(IPPs) do not provide indices of resident performance
5/13/88 based on data collected during evaluation and intervention
[Violates 42 CFR 442.434]
NWC FED W163 Although representatives from the direct care and profes-
12/8 - sional staff annually reviewed the clients' status, the goals
12/12/86 and objectives at times remained unchanged from year to
year... [Violates 42 CFR 442.422]
FED W333 Although programs were periodically reviewed, changes were
12/8 - not made when the individual's progress was consistently
12/12/86 poor. For example, one client displayed no progress on a
food identification program for 4 months. The program was
not revised. One client displayed limited or no progress on
her clothing program for at least 5 months. The program was
not revised... [Violates 42 CFR 442.456]
FED W259 ...Time out was to be used for a woman who was aggressive
W262 towards staff and peers. The program which was written for
12/8 - this client was almost five years old and was no longer
12/12/86 current... [Violates 42 CFR 442.441]
DOH A ...Training and habilitation services are influenced by
281189 informal staff perceptions of the resident's ability, which
3/18/86 deny many residents the opportunity to maximize their

development... [Violates 42 CFR 442.454 and 442.463]

E. USE OF CHEMICAL AND PHYSICAL RESTRAINTS AND AVERSIVE
PROCEDURES IN THE ABSENCE OF APPROPRIATE PROGRAMMING

In this section, we focus on evidence of practices resorted to by
facilities when they fail to provide residents with appropriate
programs and professional services. The surveyor findings pertain
to the unauthorized and inappropriate control of resi dents by
institution staff. This evidence relates primarily to the use of
medications and physical restraints, but also includes
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the inappropriate use of "tinme-out"! and "aversive stinuli"?®,
such as el ectric shock.
Facility Sour ce/ Sunmmar y/ Descri ption
Dat e
Hori zons DOH 416093 ...Control and disciplinary nmeasures are not pronoting resi-
Unlimted 9/ 29/ 87 dent skills in the area of self-control and good judgment.

(They) are abusive...counter-productive...(and) substitutes for appropriate prograns.
[Violates 42 CFR 442.437]

DOH 416147 Each resident is not free fromnental and physical abuse.

9/ 29/ 87 Res. exanples include, but are not limted to:...Res. No.
6370 was restrained on the floor in the activity room.. by
four staff for a period of one hour. The resident was
physically restrained...(with) a physical crisis intervention
hold on a tile-over-concrete floor.

...Resident No. 6326's record docunents the follow ng:
"8/30/87...(the resident) was very upset so witer went to
ask her what was wong. She said her throat was sore then
she said a staff on AM s choked her...(The resident) stated
that day staff held her by the throat and forced |iquid down
her at neal tine (lunch)...Al though the above incident was

i nvestigated and disciplinary nmeasures were taken (staff
suspensi on) the above incident should not have occurred if
the dining roomwas appropriately supervised, staff were
adequately trained and sufficient in nunber, and adequate
training and habilitation programs were in place. [Violates
42 CFR 442. 404]

DOH 416138 Restraints have becone a convenient alternative to staff

9/ 29/ 87 intervention, activity, and treatment. This is particularly
true of helnets, masks, mtts, and el bow splints. Residents wear themfor
the nost part of the day and only have themrenoved when staff can

cl osely supervise them..There is no evidence that splints are renmoved and
the residents' arns exercised for at least 10 mnutes per 2 hours of
restraint... [Violates 42 CFR 442. 438]

M | waukee DOH 409791 Not all residents receive adequate and appropriate care

County 5/ 28/ 87 within...the facility...(Exanples): Locked seclusion with

Sout h five point leather restraints for up to eight hours or unti
calmfor 1 to 1/2 hour are ordered and frequently used for
(9) residents...The type, duration and frequency of restraint

"Time-out" refers to physical isolation of residents.

16 Aversive stimuli" refers to the use of unpleasant and/or
pai nful stimuli to control or alter residents' behaviors.
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Facility Sour ce/ Sunmmar y/ Descri ption

Dat e
usage exceeds what is necessary to protect residents from
t henmsel ves, others, or property. [No federal regulation
nunber cited]

SWC FED ...the facility houses nunmerous clients with mal adaptive 5/19
- behavi ors including self-injurious behaviors, physical 5/23/86
aggression toward others, pica behaviors (ingestion of inedi-bles), etc.
In spite of this fact, client-specific behavior nodification prograns have
not been devel oped...for these clients. Instead, PRN (as needed) physica
and chem cal restraint orders are witten by the physician... [Violates 42
CFR 442. 441]

FED WB5 The facility had 26 of 47 clients on psychotropic nedi cations

Van Buren 5/9 - ...ten (of whom) were... neither chronically nentally ill nor
5/ 11/ 88 dual Iy di agnosed. These nedications were not used in con-
junction with a programto decrease behaviors, if indeed they existed
[Viol ates 42 CFR 442. 404]

DOH 414409 There is not a behavior programfor each resident who is on

S. 11/ 20/ 87 psychotropic nmedications.* [Violates 42 CFR 442. 404]

Coletta [*"Psychotropic nedications" refers to nedications which
directly affect the central nervous system They are comon-
ly used in the treatnment of mental illnesses or disorders
These drugs are also used to nodify the behaviors of persons
with devel opnental disabilities, as in the instances cited in
these charts. ]

FED ...Fourteen residents were receiving psychotropic nedications
6/ 10 - at the tinme of the survey... Sonme of the residents... had
6/ 13/ 86 objectives in their programplan related to behaviors but it
was not clear that these were the reason for the use of the
psychotropics...None of...(these) residents...had specific prograns
written such that staff could correctly and consistently intervene when
behavi ors occurred. .. (and eval uate) progress or |lack of progress in
dealing with the behavior. [Violates 42 CFR 442. 404]
DOH 431510 1In general, the facility's physicians are not indicating..
7/ 28/ 88 why they are prescribing nedications and restraints... There
onC are residents who have orders for medications or restraints,

but who do not have behavi or progranms. For exanple, resident
#5-845 has a hel net prescribed as needed for self-injurious
behavi or, but no program describing when and how to use the
helmet... [Violates 42 CFR 442. 404]
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Facility Sour ce/ Sunmmar y/ Descri ption
Dat e
awe DOH 419399 Twenty percent (20% of the residents are receiving psycho-
7/ 17187 tropic nedications for behavior control. Many of these |ack
formal behavior programs. Sone...prograns (do not reduce)...
medi cations...as targeted behaviors are reduced or extinguished. .
[Violates 42 CFR 442. 440]
NWC FED W259 ... Twenty-one of...thirty-seven clients received behavior
W262 nodi fyi ng nedi cations in the absence of a behavior nodifica-
12/8 - tion program designed to |lead towards the increase of adapt -
12/ 12/ 86 ive behaviors... [Violates 42 CFR 442. 441]
Jackson FED ... The facility had 53 of 122 residents (43% on psychotropic
Cent er 6/9 - nmedi cations. Twenty-six residents had PRN*...psychotropic
6/ 11/ 86 medi cation orders. There was only one behavi or nodification
program .. [Violates 42 CFR 442.440] [* "PRN' refers to "as
needed". ]
DOH 433680 ...Res. #0185 is receiving psychotropics for behavior manage-
10/ 7/ 88 ment agai nst the 8/ 10/88 witten refusal of the resident's
not her/ guardi an for daughter to receive Mellaril and Tegretol. Res. #0005
was physically restrained by staff 7/13/88, 7/28/88, and 9/18/88 wi t hout
evi dence of physician order, not part of a consented behavi oral program..
[Viol ates 42 CFR 442. 404]
DOH 416139 Chenical restraint is being used as a substitute for activi-
Hori zons 9/ 29/ 87 ties and treatnent... [Violates 42 CFR 442. 440]
Unlimted
DOH 414592 The Bureau has not reviewed and approved any prograns from
oNC 7/ 28/ 88 Central Wsconsin Center which use tine out...forced com
pliance. . .physical restraints, aversive stimuli...there are approxi mately
200 prograns (at the Center) which utilize one or nore of these
techni ques or procedures. [Violates HSS 134.60 - state requirenent]
DOH 422465 There are individuals whose behavi or prograns include the use
5/ 15/ 88 of behavioral controlling medications, tine out, specialized
Heart hsi de clothing and restraining devices which are not (1) Reviewed and approved

by the facility's APR conmittee or QWVRP; (2) Conducted only with the
consent of the affected residents) parent or |egal guardian; and (3)
Described in witten plans that are kept on file in the facility..
[Viol ates 42 CFR 442. 441]
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Facility Sour ce/ Sunmar y/ Descri ption

Dat e
Heart hsi depoH 295128 Resi dent #755 has been restrained instead of receiving treat -
5/ 21/ 86 ment to alleviate her water intoxication problem..she spends
nost of her day restrained in a geri-chair... [Violates 42
CFR 442. 438]

SWCDoH 436779 11/ 11/ 88 (A behavi or program has not been devel oped for)...resident
#5046 who picks at her skin, resulting in open sores..
(Three) residents...who receive nedication to pronote sl eep
because of inappropriate behavior at and after bedtine...do
not have an active treatnment goal and approach or behavi or

program .. [Violates 42 CFR 483. 440]
FED W252
W53 W55 Al t hough there is evidence of reduction in the use of psycho-
W56 1/ 26 tropics, the overall use is still high. Sixty-three percent
-1/ 29/ 87 of the clients were on psychotropics in May, 1986. Sixty-one
percent of the clients were on themin January, 1987..
FED W39 [Violates 42 CFR 442. 440]
V240 1/26 In the absence of the prescribed staffing pattern (i.e., a
- 1729/ 87 1:1 ratio) clients were observed to be restrained...As a
result, these restraints were viewed as being used for the
conveni ence of staff and as a substitute for activities.
Orchard DOH 414214 [Violates 42 CFR 442. 438]
Hill 1/ 11/ 88
Consents for...behavior treatnment programs with nedications
are not being conpl eted when naj or changes take pl ace.
Resi dent s/ guardi ans are not always...notified. [Violates 42
NWC DOH 426027 CFR 442.501]
3/ 11/ 88
The facility may not use physical restraint as a substitute
for activities or treatnent...residents...have had a
jacket/bed belt restraint used without an inforned consent...
5538\/\237 [Viol ates 42 CFR 442. 438]
12/ 12/ 86 ...(One) individual's approach... required that a baskethol d
be used until calmand if necessary authorized the use of a
strai ght jacket. There were no objectives, no positive
conmponent nor consent for the use of these techniques.
FED W16 [Viol ates 42 CFR 442. 438]
12/ 8 -
12/ 12/ 86 ...One client with an aversive faradic stimnulation program

(electric shock) had had the program i nplemented for approx-
imately two years. The use of this programwas not reviewed
...until nmore than a year and a half after its initiation
The review ..was a review of a checklist rather than the
programitself. By the time of the review the objectives
contained in the program were outdated and the targeted
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Facility Source/ Summary/Description
Date

behaviors had changed. Nonetheless, based upon the check -
list, the program was recommended for continuation without
any changes. [Violates 42 CFR 442.413]

F. OBSTACLES TO ACTIVE TREATMENT RELATED TO RESIDENTS LIVING
ENVIRONMENT AND STAFF TREATMENT OF RESIDENTS

State and federal surveys document widespread violations of facility
residents' rights to privacy, personal possessions, dignity, and life
in humane environments. Included in this evidence of mistreatment
of residents are examples of residents of an ICF/MR working for the
facility without proper compensation and the failure to provide
residents with clothing, soap, toilet paper, blankets, and pillows.

It is important to note here that HCFA's procedures for survey

teams emphasize the relationship of environment and staff behavior
to active treatment outcomes (Survey Procedures, October, 1988, pp.
11-12). Weinclude the following evidence for this reason and becau se
it adds an important dimension to our understanding of the overall
quality of life for persons in the DD Centers and ICFS/MR in
Wisconsin. Also, thisevidencerelates to the examples in Section A
of residents receiving no programming at all, in that the types of
abuses described below often take place because there is nothing
positive going on in the facility.

Facility Source/ Summary/Description

Date
Horizons DOH 417947 ...(In Moffett Hall) A staff member sitson achair inthe
Unlimited 9/29/87 open side of the double doors and holds the other door closed

with their foot or leg. 12 to 15 residents are huddled in
mass about the doorway area.  Some attempt to crawl out,
sometry to scoot out on their bottoms, and others are
pushing and crowding the area. @ Other residents in the day
room area are body rocking, flipping their hands and arms,
engaging in self-abusive slapping, crawling on the floor, etc.
The noise

levels are intolerable with loud TVs, stereos, and radios.
Residents are yelling and screaming also.  All of this
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Facility Sour ce/ Sunmar y/ Descri pti on
Dat e
presents a totally chaotic environnent... [Violates 42 CFR
442. 404]
Hori zons DOH 416095 ... There are no privacy curtains in the 500, 600, and 700
Unlinmted 9/ 29/ 87 units. The facility air is often hum d, heavy, and nal odor
| aden. .. Resident living areas are crowded and chaotic..
DOH 421272 [Viol ates 42 CFR 442. 446]
10/'5/ 88 ... Roons were barren except for an occasional small picture
screwed to the wall or a floral arrangenent or stuffed toy
hangi ng...out of reach. [Violates 42 CFR 442. 436]
CWe DOH 432213
7/ 15/ 88 Adult residents (18+) live on Units 3 and 4 North, 4 South.
Al toilets are child size, about 12 inches high...Toilet and
bath facilities are not of the size and design to neet resi-
- DOH 431868 dent needs... [Violates 42 CFR 442. 450]
11711/ 88 ...(in one Cottage) there (were)...no soap di spensers, paper
towels, or toilet paper available..." [Violates 42 CFR
483. 470]
FED WB12
1/ 26 - The toilet facilities in Tramburg Hall are not equipped with
1/ 29/ 87 toilet seats. [Violates 42 CFR 442. 450]
FED WB98
WB99 1/ 26 i i i
-1/ 29/ 87 In Wallace 2 East...fourteen clients were fed wi thout benefit
of a table, and in the smaller living area twelve clients
were fed w thout being placed at tables. The space in the
two areas was generally crowded. There was no specific
dining area...One table for 35 clients is insufficient.
[Violates 42 CFR 442.471]
FED 5/ 19
-5/ 23/ 86 Staff...were overheard referring to clients as "kids,"
"boys," "girls," even though the clients were adults...
[Violates 42 CFR 442. 404]
NWC EEF%V?27 Clients were not allowed to have access to itens such as
pillows, clothing, toilet paper, soap, towels, etc., in
12712/ 86 Hi ghview 3 and 4. [Violates 42 CFR 442. 404]
DOH A ...Interview of staff throughout facility reveal ed use of
g?i;féG resi dent smoking materials, scheduled treats, and personal

possessions to control, nodify, and condition behavi or
wi t hout care plan approaches or progranms in place..
[Viol ates 42 CFR 442. 404]
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Facility Sour ce/ Sunmar y/ Descri ption

Dat e

Heart hsi de DOH 422457 ...0On 2/4/88 between 7:35 and 7:45 p.m...(on the) NWw ng. ..
4/ 17/ 88 resi dents #672, #1102, #745, #263, #947, #1003, #996, #1215,
and #1064 were in bed... [Violates 42 CFR 442. 435]

St. FED Al'l resident records reviewed contained a formindicating

Coletta 6/ 10 - that they had volunteered to performwork activities.

6/ 13/ 86 Resi dents must be conpensated for all work that is not

designed to pronote greater independent functioning...and is
not part of the resident's plan of care with behavioral and
nmeasur abl e obj ectives...Nunmerous residents were observed
assisting in the kitchen, washing tables, dusting stairs and
handrails, sorting and folding clothes for the whole unit...
[Violates 42 CFR 442. 404]

Heart hside DOH 433650 The facility failed to ensure that clients' rights to retain
2/ 22/ 89 and use appropriate personal clothing is maintained...(Exam
pl es) #1317 - no underpants on 2/10/89 at 11 a.m..(staff) said she has
none, was wearing slacks. Wearing another resident's slippers as she had
no shoes. #1283 was wearing soiled blouse...on 2/6/89 in a.m Slacks were
too long, rolled up approxinmately 6". #0669 - p.m shift on 2/6/89, pants
too long, dragging on the floor. #1307 - white stains on dark col ored
sl acks and dirty glasses on 2/6/89 a.m [Violates 42 CFR 483. 420]

Hor i zons DOH 421272 ...The majority of residents in the 600 wi ng have no persona
Unlimted 10/ 5/ 88 possessi ons except clothing. Many residents on the 500 and

700 wi ngs have no personal possessions or a very linted
nunber... [Violates 42 CFR 442. 436]

Jackson DOH 424227 During eveni ng programmi ng observations on 9/28/88, at 6:30

Cent er 10/ 7/ 88 p.m, several residents approached the RN surveyor conpl ai n-
ing they were cold and did not nave bl ankets. Direct care staff
interviewed stated "we're out of blankets." Direct care
staff were unable on the second or third floor to state where
they could find any.

On the 2nd and 3rd floor units, 55 beds were found with
sheets only on the bed and the units were chilly..
[Violates 42 CFR 442. 448]

FED W264- Each resident does not have enough neat, clean, suitable and
W67 seasonabl e clothing...(Exanples): one female resident (J.V.)
3/ 23 - had no underwear, hat, gloves, or boots. Only one pair of

3/ 25/"' 87 shoes was seen in her closet and they had no laces. J.T. had

one sock in her drawer and few, if any, underwear or dresses
... A Wednesday observation of residents on one floor reveal ed
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Facility Source/ Summary/Description

Date
pants too long and dragging on the floor...blouse sleeves too
long, soiled pants...shoe laces too long, aresident wearing
no shoes, adress too short with an uneven hem and a sweater
with holes and buttons missing... [Violates 42 CFR 442.442]
DOH 403415 ...On 11/17/86, three residents were unable to attend outside
11/24/86 programming as sufficient clothing was not available...

Several staff members admitted to usi ng other residents’
clothing to properly dress residents lacking adequate cloth -
ing. Residents’ rights to retain and use their own personal
clothing has not been maintained by this facility. [Violates
42 CFR 442.404]

A Closing Note: The 1988 state survey reports on Southern
Wisconsin Center and St. Coletta/Alverno Cottage included favor -
able active treatment-related comments. The survey for Southern
Wisconsin Center included a statement that indicates the
"facility is generally providing continuous active treatment.”
However, other 1988 survey findings presented in this chapter
indicate that in fact there are significant active treatment
problems at Southern Center, e.g., failure to provide behavior
management programs for certain residents, failure to develop
measurable individual plan objectives, and failure to provide

training in personal skills related to independence. Surveyors'
notes inthe 1988 St. Colettasurvey indicate "no federal
deficiencies identified.” However, the report also indicates

that residents of St. Coletta are not always in an active treat -
ment program.
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CHAPTER V:  CONCLUSI ONS AND RECOMVENDATI ONS FOR THE FUTURE

A

NEW PERSPECTI VES ON ACTI VE TREATMENT

This report has exam ned active treatnment from several angl es:

a close analysis of the pertinent federal regulations;

a conparison between the federal requirements and Wsconsin
statutes and human service principles;

a look at the life experiences of current and former resi -
dents of facilities required to provide active treatnent;
and

a review of federal and state surveys of state DD Centers
and free-standing | CFs/ MR housing 2700 of the total 3546
peopl e residing in such facilities.

This anal ysis sheds new | ight on the concept of active treatnent
and its inplications for people with devel opnental disabilities
in Wsconsin. Taking all the above perspectives together,
several inportant conclusions about active treatnment energe:

1

Active treatnent is largely an enpty goal. Conpliance with
active treatnment requirenents falls far short of Wsconsin's
goal s for people with devel opnmental disabilities, and
furthernore, it is not responsive to the greatest desire of
many residents of nursing hones, |ICFs/ MR, and DD Centers: to
get out of the facility and have a chance to live in the
community before their lives run out. Regardless of how
much noney is spent on these facilities to neet active
treatnent requirenments, there is no assurance that this

I nvestment of resources will nove people any closer to
community life.

Ironically, the federal governnent is essentially neutral on
the policy question of whether Wsconsin shoul d nove peopl e
out of Medicaid-funded institutions and into the comunity.
HCFA is not pronoting the creation of new distinct-part

| CFs/ MR, nor is HCFA discouraging the use of CIP-Ib. HCFA
is only saying that if Wsconsin keeps people in | CFs/ MR
those facilities nust neet active treatnent requirenents. It
I's Wsconsin, not HCFA, which has decided to pronote the
continued use of institutions, and to keep the CIP-1b per
diemrate well bel ow what the federal government woul d
al | ow.
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| CFs/ MR and DD Centers are not nice places to live. Both
the interviews and surveys rem nd us of an inportant fact
about the places where active treatnment is supposed to be
provided in Wsconsin: the quality of Iife in these facili-
ties is poor. Regardless of how substantial the federa
regul ati ons are, how vigilant the governnent's enforcenent
of themis, and how much noney future state budgets keep
adding to the per diemrates of DD Centers, |CFs/MR, and
nursi ng hones, these places will still be institutions.

Compliance with the programmati c and paperwork requirenents
of active treatnent, no matter how well -intentioned, cannot
make these facilities into sonething they are incapabl e of
becoming -- nice places to live. These facilities wll
continue to fall prey to the universal tendencies of insti-
tutions: depersonalization, |lack of true individualization,
tendency toward group activities and group responses,
isolation fromconmnity life, and an overall living atnos-
phere which few people in Wsconsin would want to cal
"hone. "

Most, if not all, institution residents could "make it" in
the conmunity. It is becomng increasingly evident in

W sconsin that | arge nunbers of people with devel opnent al
disabilities living in nursing hones, DD Centers, and

| CFs/ MR can |ive successfully in the coomunity. |In fact,

al nost 800 people with devel opnental disabilities are

al ready being served through the CIP la and CIP I b prograns
in Wsconsin. Also, the "before and after” stories in this
report of people who noved out of institutions further
illustrate the capacity of residents to |ive successfully in
the conmuni ty.

At the time of this report, several counties in Wsconsin
(e.g., MIlwaukee, Washi ngton, Waukesha, Dane, Oneida,

Qut agam e) have already invested the tinme and energy to
assess the comunity service needs of many of their nursing
home and I CF/ MR residents with devel opnental disabilities.
The picture which energes fromthese assessnents is clear

t hese counties believe that a substantial nunber (their
estimates generally ranged between 30%- 50% of the people
could and should live in the comunity.

WCA's viewis that virtually all of the people with devel op-
mental disabilities living in ICFs/MR and the DD Centers
could live successfully in the community. The views of
state governnment appear to coincide with those of WCA:  in
Central Wsconsin Center's formal "Plan of Correction,”
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submtted in response to the nost recent (July, 1988) survey
of Central Center by the state Division of Health, the state
made a strong proclamation of its views of the potential for
community living of Central Center's 600+ residents:

"Al'l residents are deened pl aceabl e, providing
adequat e services are available in the
community." (Signed by Gerald E. Dynond,
Deputy Adm nistrator, D vision of Care and
Treatnent Facilities)

Active treatnent is full of contradictions. As acknow edged
inthis report, active treatnent does have sonme nerit. It
does provide certain protections for people and it is likely
to inprove conditions in sone facilities. At the sane tine,
however, when one exanmi nes closely the entire body of active
treatnent requirenments, sone nmgjor internal contradictions
appear :

() Al though active treatnent principles stress the inpor
tance of residents' "independence," "self-determ na
tion," and "dignity," they do not require that resi
dents nove out of institutional settings, where
i ndependence and self-determ nation are restricted the
nost .

(b) Active treatnent pronotes the idea of attenpting to
build skills and change behaviors in settings which, as
we learn fromthe interviews, inevitably inhibit
notivation and learning. The interviews also rem nd us
that the active treatnment approach to behavi or manage
nment overl ooks a key factor behind many residents’

"i nappropriate” behaviors: those behaviors are often
caused by or directly related to their lives of isola
tion in Wsconsin's institutions.

(c) Active treatnent is a process focused, in large part,
on teaching persons skills needed in the community
—but it attenpts to teach these skills in isolation
fromthe community. Unfortunately, for many people
this does not work because they are only capabl e of
| earning these skills in the place where they can
actually use them in the community. Conpounding this
absurdity is the inplicit, underlying prem se of a
person's stay in these facilities: that until people
| earn the skills needed in comunity life (i.e., the
skills they are unlikely to learn in the institution),
they will not be "ready" for discharge.
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(d) Medicaid regulations do specify certain rights to which
residents are entitled, but when one steps back to
reflect on the context in which this list of rights is
presented, it becones apparent that sonething is wong:
once you take away a person's basic rights to choose
where to live, with whom in what type of |iving
arrangenent, and how to spend the day, you have created
a second class of citizenship. After that, whatever
"rights" you afford an individual can only have a
mar gi nal inportance in that person's life.

"The clock is ticking" for the people whose lives we are
tal ki ng about. Many of these people have already been the
victinms of one or nore of Wsconsin's state policy "wong
turns": some people noved fromDD Centers to nursing hones
in the early 1970's under the banner of "deinstitutionaliza-
tion"; sonme people noved fromtheir natural famlies into
nur si ng hones because Wsconsin did not have an adequately
funded "di version"” programto cover the costs of a |less
expensi ve conmunity arrangenent; and, recently, people have
been involuntarily transferred great distances away from
their famlies and honme conmunities because the nursing hone
t hey have been living in did not choose to provide active
treat ment.

If Wsconsin continues to pronote the current del usion that

| CFs/ MR neeting active treatnent standards are acceptabl e

pl aces for people with devel opnental disabilities to Iive |ong-
term then many of Wsconsin's citizens who want to live in the
community, and are capable of it, may mss their |last chance to
| eave the institution. That is a sobering thought, and one we
shoul d not | ose sight of in the current policy and funding
debates which will shape the future for institutionalized
peopl e with devel opnental disabilities in Wsconsin

A REVI EWCOF THE CENTRAL MESSAGE OF TH S REPORT

At this point, we believe that we have denonstrated (through
various nmethods) the validity of Points 1. and 2. in the central
message of this report, which was spelled out in Chapter I. W
assert that Point 3. logically follows. These points are shown
again on the follow ng page.
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THE CENTRAL MESSAGE OF THIS REPORT

THERE IS SOME MERIT TOQ ACTIVE TREATMENT: IF INSTITUTIONS
COMPLY WITH THESE STANDARDS, EACH RESIDENT WILL HAVE AN
INDIVIDUAL PROGRAM PLAN AND RESIDENTS MAY HAVE LESS "DEAD
TIME" THAN WHEN THEY WERE LIVING IN FACILITIES NOT PROVIDING
ACTIVE TREATMENT.

HOWEVER:

= FOCUSING OUR PRIMARY ATTENTION ON ACTIVE TREATMENT
COMPLIANCE DOES NOT FIT WITH -- AND DIVERTS US FROM --
OUR STATE'S OFFICIALLY-ADOPTED GOALS FOR PERSONS WITH
DEVELOFPMENTAL DISABILITIES: ADEQUATE AND APPROPRIATE
SUPPORT FOR FEOPLE TO LIVE IN THE COMMUNITY, AS VALUED
CITIZENS IN THEIR OWN HOMES AND NEIGHBORHOODS.

- ADDING FUNDING TCO PROVIDE ACTIVE TREATMENT CANNOT
CHANGE THE FACT THAT DD CENTERS, NURSING HOMES, AND
LARGE ICFs/MR ARE STILL INSTITUTIONS, NOR CAN IT CHANGE
THE FUNDAMENTAL REALITY OF LIFE FOR INSTITUTIONALIZED
PERSONS WITH DEVELOPMENTAL DISABILITIES: INSTITUTIONS
ARE AND WILL REMAIN INAPPFROPRIATE AND OFTEN INHUMANE
ENVIROCNMENTS, REGARDLESS OF THE TIME AND MONEY WE POUR
INTO THEM; AND

- ACTIVE TREATMENT IS INTERNALLY INCONSISTENT -- IT AIMS
TO TEACH SKILLS FOR COMMUNITY LIFE IN ISOLATICON FROM
THE COMMUNITY, CONSEQUENTLY ELIMINATING MOST CR ALL
OPPORTUNITIES FOR NATURAL USE OF THESE SKILLS; AND IT
ATTEMPTS TO CHANGE "INAPPROPRIATE BEHAVICR" IN AN
INSTITUTIONAL ENVIEONMENT WHICH MAY ITSELF BE A MAJOR
CAUSE OF THIS BEHAVICR.

CONSEQUENTLY :

- WE MUST RENEW OUERE COMMITMENT TO THE INTEGRATION OF
INSTITUTIONALIZED PERSONS WITH DEVELOFMENTAL DIS-
ABILITIES INTO THEIR HOME COMMUNITIES, A GOAL WHICH HAS
ALREADY BEEN SHOWN TO BE ATTAINABLE IN WISCONSIN;

- WE MUST FINALLY TRANSLATE THIS COMMITMENT INTO CONCRETE
POLICY AND FISCAL ACTIONS WHICH MOVE LARGE NUMBERS OF
PEOPLE OUT OF INSTITUTIONS AND ENSURE ADEQUATE SUPPORT
FOR THEM IN THE COMMUNITY; AND LASTLY

- WE MUST FIND WAYS TO MEET ACTIVE TREATMENT REQUIREMENTS
WITHOUT EXFPANDING AND LEGITIMIZING INSTITUTIONS IN
WISCONSIN.
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C. RECOVMENDATI ONS FOR ACTI ON BY THE GOVERNOR, THE W SCONSI N
LEA SLATURE, AND THE W SCONSI N DEPARTMENT OF HEALTH AND
SOC AL SERVI CES

In the "central nessage"” of this report, it is proposed that we
"renew our commtnent to the integration of persons wi th devel op-
mental disabilities into their honme communities” in Wsconsin. In
the final segnment of the report below, we will spell out
specifically what it would take to do that.

In proposing that |arge nunbers of currently institutionalized
people return to the community, we suffer under no ill usions
regarding the quality of community services in Wsconsin. As a
st at ewi de advocacy agency, we often receive calls from people
with disabilities and their famlies who are dissatisfied with
the quality or appropriateness of the community services they are
receiving. W are well aware that:

many recipients of community services are not receiving all
t he support they need,

peopl e often are not experiencing as much integration in
their hone or work life as they would |iKke;

sone peopl e | ack neani ngful work to engage in during the
day;

many peopl e do not have adequate case nanagenent; and

there are frequently not enough choices of services
" avail abl e.

However, it is clear that these characteristics of comunity
services in Wsconsin are a direct outgrowth of inadequate
funding and support for these services. As long as institutional
services continue to be a higher priority use of linmted human
services dollars than community services in our state, we should
continue to expect these shortcom ngs in our community servi ces.

Changi ng the current excessive preoccupation with active treat -
nment conpliance and with creating new distinct-part | CFs/ MR will
require | eadership on the part of the Governor, the State Legi s-

| ature, and the Departnent of Health and Social Services (DHSS).
Bel ow are action reconmendati ons which require joint effort anpng
nore than one of these parties:

1. First, it is essential that both the Governor and DHSS
reaffirmthe principles of service delivery for persons with

devel opnental disabilities which the state has officially
adopt ed, but whi ch have been eclipsed by the recent concerns
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about conpliance with federal requirenents and potenti al

| oss of federal funds. It is inmportant that counti es,
providers, famlies, and people with devel opnmental dis
abilities waiting in institutions know that |eaders in state
government still believe in the goal of community |iving,
and that this goal has not been displaced by the goal of
neeting active treatnment standards and keepi ng peopl e inside
| CFs/ MR

Specifically, we recomend that the Governor send a com

nmuni cation to counties, to the Legislature, and to interested
groups naki ng clear his personal conmtnent and the

comm tment of DHSS to the goal that:

Every person with a developnental disability living in an
institution in Wsconsin or at risk of entering an
institution will be offered a genuine opportunity to
choose to |live and receive necessary supports and
services in comunity settings. To this end, the state
will make at |east the sane |evel of resources available
to counties for devel opnent of community services as are
made avail able for provision of institutional care.

In the process of creating new distinct-part 1CFs/MR in

W sconsin and increasing the investment of public nonies to
enabl e such facilities to neet active treatnent standards,
it is essential to avoid naking these facilities a permanent
feature of the human services | andscape. W strongly
recommend that the state use its powers under the sunset
provision to pronpte plans for down-sizing | CFs/ MR The
nost inmportant thing that the state can do in this regard is
to nake the community alternative feasible for counties (see
below). The availability of alternatives to I CFs/ MR can
becone a real factor in the review of ICF/ MR need. In addi-
tion, the door should be kept open for easy reconversion to
nursing home status. As counties increase their capacity to
provi de comrunity services for people in ICFs/MR, it woul d
be unfortunate indeed if the major obstacle was that
counties and facilities felt "locked in" to | CFH/ MR status,
and thus felt conpelled to "hold on" to residents to keep
their 1CF/ MR beds filled.

We understand the hard reality that Wsconsin cannot afford
decertifications of Medicaid-funded facilities or najor

di sal | ownances of federal funds. W are not suggesting
"under-funding” ICFs/MR or attenpting to avoid conpliance
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with federal regulations. On the other hand, we nust
remenber that no other state has chosen to plunge into the
creation of distinct-part I1CFs/MR in the way that Wsconsin
has. Furthernore, when the state began noving in this
direction it was viewed by the Legislature as a tenporary
neasure to deal with an imediate crisis, not as a long-term
service nodel. That is why a "sunset" provision was adopted
by the Legislature: to reviewthe ongoing need for these
facilities every four years in light of available comunity
al ternatives, keeping open an easy option of reconverting

| CF/ MR beds to regul ar nursing hone beds.

Strengthen the Cormunity Integration Programlb (CIP-1b) to
nake it a viable community alternative for people with
devel opnental disabilities who are currently residing in
nursi ng hones, free-standing | CFs/ MR, and "distinct-part™

| CFs/ MR, or who are likely to be newy admtted to such
facilities in the near future. This would require action by
the Legislature and the Governor in the current biennial
budget session:

(@) Increase the per diemrate for CIP-1b to the maxi mum
al | onabl e I evel under the terns of the state's Medicaid
wai ver agreenment with the federal governnent. The
formul a used for determning this | evel ensures that
the state's share of the Medicaid cost of CIP-1b could
never exceed the state's share of the cost if the
person resided in an ICF/ MR By the end of the 1989-91
bi enni um (based on the Governor's proposed distinct-
part ICF/ MR rates), the CIP-Ib rate could rise to
approxi mtely $60/day. After that tine, the CIP-1b
rate could be increased only if there was an | CF/ MR
rate increase first.

(b) Require COP or CIP-Ib assessnents prior to any adm s
sions to ICFs/ MR People who are admtted to | CFs/ MR
because funding is unavail abl e woul d be placed on COP
or CIP-Ib waiting lists and be di scharged as soon as
funding is available. A COP or CIP-Ib services plan
woul d t hus becone a required part of the ICFH/ MR adm s
sion information.

W recommend that the | egislature request DHSS to devel op a
| ong-range plan (with tinelines) by Septenber 1, 1989, which
spells out how the state will:

ensure against certifying too many | CF/ MR beds during
the current crisis;
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prepare for and carry out its "review of need" at the
end of the initial four-year "sunset" period for
di stinct-part | CFs/ MR

prevent inappropriate new adm ssions to | CFs/ MR and

pronote maxi mum possible utilization of the CIP-1b
programto enabl e people to nove out of ICFs/ MR if
their right to the least restrictive environnent is
bei ng vi ol at ed.

We al so recommend that the | egislature require annua
reports fromDHSS on the progress in inplementing this plan.

W reconmend that the |egislature and the governor work
together to pass legislation to reduce existing zoning
obstacles to the devel opnent of small, conmunity-based
residential arrangenents for people with devel opnent al
disabilities. The existing rule places |imts on the
devel oprent of residences for three or nore people via a
"m ni mum di st ance between prograns” requirenent. In sone
parts of Wsconsin (where several conmunity prograns have
al ready been established), the available sites for creating
new hones for people are in short supply because of this
requirenent.

A sinple alteration in existing |law would allow t he same
flexibility in site selection to homes of 3-4 persons as
presently exist for hones of 1-2 persons. This |egislation
woul d change the m ni mum size of honmes subject to the

"m ni mum di stance" rule fromthree persons to five persons.

RECOMVENDATI ONS FOR ACTI ON VWHI CH CAN BE | MPLEMENTED
| MVEDI ATELY BY DHSS

W reconmend that DHSS Secretary Goodrich send a letter to
all Wsconsin counties and to all distinct-part |CFs/ MR,
rem nding themthat the current utilization of distinct-part
ICFs/MR is a short-termsolution. This letter should al so
di scourage future adm ssions to | CFs/ MR, encourage coopera-
tion between facilities and counties in devel oping indivi-
dual service plans for community services, and rem nd
counties and facilities of the "easy-in/easy-out" aspect of
distinct-part I1CFs/ MR (the flexibility to reduce beds over
tinme). This letter should al so be a rem nder that DHSS
expects to see reductions in bed size for any facilities
whi ch have not totally closed their distinct-part unit by
the end of their four year certification period.
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W sconsin is currently in the process of certifying many
more | CF/ MR beds than woul d be needed if we had an adequate
|y funded CIP-1b program W recommend that DHSS undertake
(and conmpl ete by August 31, 1989) a study of how nmuch

exi sting nursing home and | CF/ MR capacity (i.e., how many

pl aces or "beds") would be "freed up" if individuals already
assessed as "ready for community placenent” (and pl aceabl e
at or below the maxi num al | owable CIP-1b per diemrates)
actually left these facilities. This would be a particular
[y inmportant piece of information to add to the current

anal ysis of the "nursing home bed squeeze" some W sconsin
counties are experiencing. It is also an inportant factor
to consider in the face of increasing pressure in sonme parts
of Wsconsin to raise the state's nursing honme bed capacity.
The results of the study should be distributed to counties,
facilities, and interested advocacy groups.

We recommend that DHSS devel op a policy paper on the "choice
requi rement" (related to a resident's or guardian's choice
of where the resident will live in the future) in OBRA (the
federal Omi bus Budget Reconciliation Act of 1987). This

| aw requires that every person with a devel opmental dis
ability living in a nursing home nust be offered "an appro
priate institutional or noninstitutional alternative"
(enmphasi s added). This paper should specifically address

t hese questions:

() How wll Wsconsin define the term"appropriate" for
application of the choice requirement in Wsconsin in a
manner which is consistent wth our state statute and
policy?

(b) What would actually have to be in place (e.g., in the
per diemrates and capacity of the CIP-Ib program in
counties' individual assessnment and service planning
processes, in provision of information and comunity
service visits for residents and guardi ans, and in the
state's enforcement of the "choice requirement”) for
people to have truly informed and meani ngful choices
for their future living arrangements?

(¢ If a person with a developnental disability livesin a
nursing home which is converting part of the facility
to a distinct-part ICFH/ MR, has that person's right to
“choi ce" been violated unless the person is presented

« with the alternative of moving to the community at that
time? (This analysis may indicate that Wsconsin is in
violation of OBRA al ready.)
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As in Recommendation D.2. above, we recomend that this
paper be conpl eted by August 31, 1989, and dissemnated to
counties, facilities, and interested advocacy groups.

W recommend that DHSS play nmuch nore of an active | eader
ship role in addressing the funding and policy questions
related to the whole arena of: |CFs/MR active treatnent,
OBRA, and CIP-1b. Mny counties, facilities, famlies, and
advocat es have conplained that "we're not sure where the
state's headed," "we don't know how the state w ||l
interpret/enforce the OBRA requirenents,"” and "we're not
sure if the state will really support us if we nove in the
direction of the cormmunity alternative.”

Consequently, DHSS nust resolve the apparent conflicts
between the rhetoric and policies the Departnent has
espoused over the years and its recent actions regarding
persons with devel opnment al disabilities in nursing homes and
| CFs/ MR This recommendation is related to the earlier
recomendation for DHSS to devel op a clear |ong-range plan
in this area. There is also an opportunity here for DHSS to
"set a tone,” and act in a "convener" role for the events in
the next 2-3 years which will determ ne the destiny of
people with devel opnental disabilities currently living in
nur si ng honmes and | CFs/ MR

W recommend that DHSS greatly inprove its support to
counties in the areas of:

"resource developnent,” i.e., helping counties devel op
strategies for inproving/expandi ng the capacities of
community service providers already in their counties,
and to attract new qualified providers into their
counties in order to expand "comrunity capacity" for
peopl e who should | eave, or who are at risk of being
admtted to, Medicaid facilities; and

maxi m zing the positive aspects of the OBRA screening
and assessnment requirenents, e.g., performng these
federally-required functions in a way which

() directly connects the required assessment to a
person's eventual novenent to a community setting, and
(b) "captures" federal revenue for the assessnent
activity, thereby addressing one difficulty all coun
ties face: "we don't have enough staff tine or
resources to go into the facilities and figure out what
services it would take for the person to be able to
l[ive in the comunity."

94



Notwi thstanding the limtations in the active treatnent
standards on the issue of "least restrictive environnent,"
we recommend that the Bureau of Quality Conpliance (inside
DHSS) rai se nore penetrating questions around this issue in
its survey activities. For exanple, surveyors should hold
facilities nore accountabl e regarding:

whet her or not all new adm ssions to facilities
genuinely neet the required criteria for adm ssion
(i.e., use of currently valid assessnments to nake the
adm ssi on deci sion; determ ning whet her the prospective
resident is "likely to benefit fronmt placenent in the
facility);

whet her or not prograns are in place which actually are
hel ping residents "function with as nuch self-deter-
m nati on and i ndependence as possi bl e";

- whet her or not a resident for whomthe facility has had
little success in addressing his/her "chall enging
behavi ors" over tinme nay be soneone whomthe facility
is incapabl e of ever serving appropriately, and/or
soneone who coul d not possibly devel op nore appropriate
behaviors in such a large residential setting. (How
many years of unsuccessful intervention nust go by
bef ore soneone, perhaps the Bureau of Quality
Conpliance if no one else, questions the facility's
ability to ever respond to the person's needs appro-
priately?) ;

whet her or not the facility is taking seriously
people's rights to participate in "social, religious,
and conmmunity group activities," and pronoting
"frequent and infornal | eaves fromthe facility for
trips, visits, or vacations"; and

whet her or not the facility (and/or the person's county

of origin) are violating the "right to | east
restrictive environnment" as provided in Chapter 51
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APPENDI X A

SUWARY OF THE ACTI VE TREATMENT REQUI REMENTS
ESTABLI SHED UNDER FEDERAL MEDI CAI D PROGRAM
REGULATI ONS AND GUI DELI NES GOVERNI NG | CFs/ MR



W I SCONSIN
COALITION FOR
ADVOCACY

ay, 1989

SUMVARY OF THE ACTI VE TREATMENT REQUI REMENTS ESTABLI SHED UNDER
FEDERAL MEDI CAl D PROGRAM REGULATI ONS AND GUI DELI NES GOVERNI NG
| CFs/ MR

This summary of the basic principles of active treatnent for
residents of internediate care facilities for persons with nenta
retardation and related conditions (I CFs/MR) was prepared by the
staff of the Wsconsin Coalition for Advocacy fromthree officia
federal source docunents. After the citation of each source
(bel ow), the abbreviation for that source is indicated. This is
t he abbreviation which will be used in the left margin of the
summary each tine that source is cited.

"Medi caid Program Conditions of Participation for Long-Term
Care Facilities" (42 Code of Federal Regul ations, Part 483,
Subpart D, published June 3, 1988, effective Cctober 3,
1988) Abbreviation in summary = 42 CFR + specific standard
-- e.g., 42 CFR 483. 440(a)

"Di scussion of Comments," preceding the "Conditions of
Participation," Federal Register, Volume 53, No. 107, Rules
and Regul ati ons, page 20449, June 3, 1988; provides clarifi-
cation by HCFA of policy reflected in the regul ations.
Abbreviation in sunmmary = Di scuss. + page nunber -- e.g.,

Di scuss P. 20460

"Survey Procedures and Interpretive Quidelines for |ICFs/ M
(Appendi x J of the Provider Certification Section of HCFA s
State Operations Manual), issued in October of 1988 to
clarify policy reflected in the regulations and to assi st
surveyors to determne facility conpliance with the | aw and
regul ations. Abbreviation in summary = App. J + page nunber
—e.g., App. J P. 80

All major elenents of active treatnent are covered in this
summary. Residents' rights and sone related areas of programm ng
whi ch bear directly on |l earning, skill devel opnent, and the
managenent of chal |l engi ng behaviors are also included. It is

t hese progranm ng areas in which persons wth devel opnent a
disabilities generally require the nost unique and intensified
services. Please note that we have paraphrased nuch of the source
mat eri al used here, and have omtted considerable detail, in order
to nake this summary as conpact as possible. W have gone to sone
| ength, however, to cover the essential elenments of active
treatnent and rel ated areas, and have included nore detail -where
it was nost inportant to do so (e.g., in the subsection on the

| ndi vi dual Program Pl an).

THE DESIGNATED PROTECTION AND ADVOCACY AGENCY FOR PERSONS WITH
DEVELOPMENTAL DISABILITIES AND PERSONS WITH LONG-TERM MENTAL ILLNESS IN WISCONSIN.

16 NORTH CARROLL ST.  SUITE 400, MADISON, WI 53703  (608) 267 -0214 VOICE AND TTY



1. The definition of active treatnment

42 CFR For a facility to neet the federal condition of par-
483.440 ticipation requiring active treatment services, each
(a) resident of an ICF/ MR "...nust receive a continuous
active treatment program which includes aggressive, consistent
i mpl enentation of a program of specialized and generic training,
treatment, health services and related services. . .directed toward:

(1) the acquisition of the behaviors necessary for the
client to function with as nuch self determ nation
and i ndependence as possible; and

(2 the prevention or deceleration of regression or
| oss of current optinmal functional status.”

App. J  "Continuous" (as used in 42 CFR 483.440) neans "...the
P. 61  conpetent interaction of staff with (residents) at al
times, in formal and informal settings..."

Di scuss. Active treatment "... specifically enconpasses those P.
20460 services that clients nmust require and receive in order
to be certified as needing | CF/ MR care under the Medi-
caid benefit."

2. Key elenments of the active treatnent process

3%3C§§0 (a) Admi ssions, Transfers and Di scharge

(b) Persons admtted to ICFs/MR "...nust be in need of and
receiving active treatment services...Adm ssion deci sions nust be
based on a prelimnary evaluation of the client...(which

contai ns) background 1nformation (and) currently valid
assessments...to determne if the facility can provide for the
client's needs and if the client is likely to benefit from

pl acement in the App. J facility." No adm ssion should be
regarded as p. 64 permanent. The same requirements apply to
readm ssion. 42 CFR At the time of transfer or discharge, the
facility must 483.440 docunent that the decision was made for
good cause and (b) must provide reasonable time for it to
take place. At the time of discharge, the facility nmust devel op
a final summary of the resident's status and provide a post -

di scharge plan of care.



(b) Individual ProgramPl an (IPP)

42 CFR The active treatnent program for each person nust be
483. 430 integrated, coordinated, and nonitored by a Qualified
(a) Ment al Retardation Professional (QVRP). The program 42
CFR  nust be based on an individual program plan which 483. 440
identifies the resident's needs and the services that (c)

neet these needs without regard to whether these services are
avail able. Wthin 30 days after adm ssion, an interdisciplinary
team nust do a functional assessnent of a new resident which nust
cover: physical devel opnent and health; nutritional status; sen-
sorinotor devel opnent; affective devel opnent; speech and | anguage
devel opnent and auditory functioning; cognitive devel opnent;
soci al devel opnent; skills or behaviors necessary for the client
to be able to function in the community; and (as applicable)
vocational skills. Meetings should be schedul ed and conducted to
An ] assure participation by all team nenbers, especially the
P. 67 resident.

42 CER The program pl an nust be based on the assessnent and
specify prioritized objectives expressed in neasurable
behavi oral terns. There nust be a witten training

48 .44 programfor each objective. "'Measurable indices of

(c performance’' are the quantifiable criteria (for deter-

Ap . J mning) achievenent of the objective...For exanple, 'M

p 74 Wl walk 10 feet with her...wal ker for 5 consecutive

days... George will grasp spoon 8/ 10 trials per nea
for 6 consecutive neals."'"

42 CFR Resi dents' prograns nust specify the nethods for
483. 440 achieving each objective, determ ning progress, and (c)
replacing "...inappropriate behavior, if applicable, wth
behavi or that is adaptive or appropriate.” The plan nust
"describe relevant interventions to support the individual toward
i ndependence. .. and i ncl ude
training in personal skills essential for privacy and
i ndependence until it has been determ ned that the
i ndi vidual is developnentally incapable of acquiring
them (These skills include) toilet training, persona
hygi ene, dental hygi ene, self-feeding, bathing, dress-
i ng, groom ng, and communi cati on of basic needs."

42 CFR The plans for persons with nultiple disabling condi -
483. 440 tions nust provide that these persons spend nost of (c)
each day out of their beds and bedroom areas and in App. J
proper body alignment at all tinmes "to prevent regres-P. 77
sion, contractures, deformties, and to provide sensory
stimulation..." The IPP nust identify the nechanical supports
needed and the situations, reasons, and schedules for thelir use.
The resident "...should not be in



the supports all the time or as a substitute for pro-42
CFR  grams or therapy..." 483.440
(d) "Plans nust include opportunities for client choice and
sel f management. "

(c) Inplementing, Mnitoring, and Changing the
| ndi vi dual ProgramPlan  ......

42 CFR  The interventions and services called for in the IPP
483.440 nust be inplenmented by all staff who work with the (c)
client (except where licensed personnel are required)

in a manner which supports the achi evement of plan

obj ecti ves.
App. J The resident should be given "...a broad range of
P. 80 options...and be able to engage in...(programactivi -
42 CFR tles? as independently...as possible.” "...The
483.440 facility nust docunent significant events" relating to
(e) the client's skill level and progress, and the | PP nust
42 CFR be revised accordingly. It nmust be reviewed and
483.440 revised at |east annually.

()
(d Ensuring Client Rights

42 CFR The follow ng rights are to be guaranteed residents of
483.420 | CFs/ MR throughout the active treatnent process. (a)
(These rights are found, primarily, in the "Client Protections”
Condi tion of Participation, not in the Active Treatment Services
Condi tion of Participation.)

right to be informed of "...the client's rights and
the rules of the facility"

right to be informed of "...medical condition
devel opmental and behavioral status...risks of
treatnment, and...the right to refuse treatnent"

right to "...exercise their rights as clients of
the facility, and as citizens of the United
States..." including the right to due process and
to file conplaints

right to "...manage their financial affairs...”
and to be taught to do so "...to the extent of
their capabilities..." and to be afforded various

protections regarding clients' personal funds
entrusted to the facility.

freedom"...fromunnecessary drugs and physica
restraints..." and the right to receive active



42 CFR
48 .44
(c
Ap . J
P. 78
42 CFR
48 . 45
(a

42 CFR
48 .42
(c

(e)

treatnment to "...reduce dependency on drugs and
physi cal restraints”

freedomfrom"...physical, verbal, sexual or
psychol ogi cal abuse or punishnment” ..

right to "...personal privacy and...privacy during
treatnent and care of personal needs”

right to "...conmuni cate, associate and neet
privately with individuals of their choice..."

right to participate in "...social, religious and
conmmunity group activities"

right to conpensation for any work perforned for
the facility "...at prevailing wages and conmen-
surate with (residents') abilities”

right to "...retain and use...personal possessions
." and to dress in one's own clothing each day

right of "...husband and wife...in the (sane)
facility to share a roont

right to "...opportunities for client choice and
sel f -managenent” ("choosi ng housi ng or roonmates
...clothing...what to eat...")

right to participate "...to the extent possible...
in the formulation of...policies and procedures...
fFr t he managenent of conduct between staff and
clients..."

Comuni cations with dients, Parents, and
Quar di ans

The facility mnmust pronote:

"...participation of parents...and | egal guardi ans

." in the active treatnment process "...unless
their participation is unobtainable or inappro-
pri ate"

"...visits by individuals with a relationship to
the client” (including close friends and
advocat es)

"...frequent and informal |eaves fromthe facility
for trips, visits, or vacations"



3. Policies related to the delivery of active treatnent
related services (These requirenments are found outside
of the Active Treatnent Services Condition of
Partici pation)

(a) Placenent of residents in the |east restrictive
alternative is not an active treatnent requirement

Di scuss. Requiring the placement of residents in the |east P.
20459 restrictive alternative available "...is an inportant
principle in the field of mental retardation and devel opment al
disabilities...Requiring (placement in the |least restrictive
alternatlveL .as a part of the active treatment program..would
beyond the intent of Congress in authorizing | CF/ MR Servi ces.
There is nothing in (the Social Security Act)...that suggests that
the size or location of a facility, or whet her a facility is the
| east restrictive alternative, should determ ne whether or not a
facility qualifies for (fundlng) The only statutory requirement
Is that a client receive active treatnent at the facility."
[ Emphasi s added]

(b) Medicaid programregul ations do not require that
| CF/ MR residents benefit fromactive treatnent

Di scuss. The active treatnent outconmes to which HCFA hol ds P.
20460 facilities accountable in determning eligibility for
continued funding do not include actual outcomes or benefits for
residents. "We believe the state-of-the-art is such that we can
hol d provi ders accountable (only) to inplement, review, and
continually modify the strategies they use to inprove client
functional abilities..." Rather than focusing on outcones, "active
treatment is measured nore in terns of how aggressively,
conpetently and consistently the |ICF/ MR pursues objectlves on
behal f of clients.”

(c) Managenment of inappropriate client behavior

42 CFR  "The facility nmust develop and inplement witten
483 450 policies and procedures (on managing) inappropriate
client behavior. The procedures nust specify al
Eproved interventions, establish a priority order for using
rangi ng fromleast to nost intrusive, and document that
Iess Intrusive techniques have been tried App. J before nore
restrictive interventions are used. The P. 90
interdisciplinary teamis to consider trying to change



a resident's environnent before taking nore intrusive

st eps.
42 CER Behavi or managenent procedures nust cover the use of tine-
48 .45 out roons, physical restraints, drugs, and "...the
(b application of painful or noxious stimuli." These
Ap . J stinmuli are to be used "...as a last resort and only

P. 91 when...positive reinforcenent methods have failed (and
where not using these stinmuli woul d cause) irreparable
42 CFR harm.." Any use of behavi or managenent techni ques nust
be incorporated into the I PP, and nust include safeguards
48 .45 to protect client safety and rights. These techni ques
(b nmust never be used for disciplinary purposes, staff
conveni ence, or as a substitute for active treatnent.
"...Standing or as needed (PRN) prograns to control
i nappropri ate behavior are not permtted..."

4?2 CFR A resident may be put in a tinme-out roomonly under a
48 .45 |imted, directly supervised tine-out program and not in

(c an emergency situation. Physical restraints may be used
42 CFR only: as part of an IPP which is to lead to |ess

48 .45 restrictive neans of behavior control; in an energency,
(d but "...only if absolutely necessary..." to protect

) residents' safety; or as a health-related protection.

42 CFR

Drug dosages may not be used which interfere with daily
48 .45 living activities. The use of drugs for behavior control

(e must be included in the part of the | PP ainmed at reducing
) and elimnati ng the behaviors for which the drugs are
42 cFR UYsed
Drugs used for behavior control "must not be used until it
48 .45 can be justified that the harnful effects of the behavior
(e clearly outweigh the potentially harnful effects of the
drugs."” These drugs nmust be nonitored closely and

gradual ly wi thdrawn at | east annually, unless clinical
evi dence i ndi cates ot herw se.

42 CFR The facility nust designate a special commttee (or
483. 440 conmittees) consisting of persons experienced or (f)
trained in managi ng chal | engi ng behavi ors and persons with no
ownership or controlling interest in the facility to review,
approve and nonitor individual behavior nanagenent prograns and
ot her progranms involving risks or potential abridgenent of

resi dents' rights.

App. J (d) Resident G ouping

P. 116
42 CFR The grouping of facility residents should be "...in
483.470 keeping with their |level of functioning..." Residents

(a) nmust not be segregated "solely on the basis of their
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physical disabilities.” Priority consideration in
groupi ng should be given to social and intellectua
devel opnment, friendships and interests.

(e) Access to professional program services -,

"Each client nmust receive the professional program
services needed to inplenent (his or her) active treat-
ment program.."

(f) Reguirenments for staff

"The facility nust provide sufficient direct care staff
to manage and supervise clients in accordance with
their individual program plans...(They) nust be
provided by the facility in the follow ng m ninmm
ratios of...staff to clients..."

- 1 (staff) : 3.2 (residents) -- for living units
serving children under 12, residents with severe
i mpai rments, residents with very challenging
behavi ors

- 1: 4 - - for units serving residents with noderate
retardation

1:6.4-- for units serving residents with mld
retardation

Al staff who work with the residents nust have the
training they need to manage chal |l engi ng behavi ors and
i npl ement | PPs.

(9) Requi rements for dining areas and service

"To the maxi mum extent possible, individuals should... eat
routine neals...in dining areas (like) those afforded to
their peers without disabilities.” Table service should

be provided for all residents able to eat at a table.
Residents are to be given "the social experience of dining
with their dining conpanions." Tables, chairs, eating
utensils and di shes shoul d be designed for the

devel opnental needs of each resident. Residents should
receive direction in self-help eating procedures. "To the
maxi mum ext ent possi ble, staff should nodel appropriate
nmeal ti me behavior...by sitting at the table" and eating
with residents when possible. "Mastery of the social

skills involved in eating...is another step to...

i ndependence. . ."



(h) Services provided by outside sources

42 CFR "The facility nust assure that outside services neet

483.410 the needs of each client.” Staff nmust "work closely

(d) with the outside programto ensure (that the program
App. J is) suited to each individual's needs..."

p. 25

4. There are sone individuals with disabilities:

(a) for whomactive treatnment is not required; and

(b)  who are not appropriately placed in | CFs/ MR

42 CFR  Active treatnment is not nmeant to apply to "generally
483. 440 independent clients who are able to function with (a)
little supervision or in the absence of a continuous... program”

App. J "I ndi vidual s displaying sone or all of the (follow ng)
P. 62-63 characteristics...do not need 'active treatnment ser-
vices ' and are not appropriately placed" in an ICF/ MR ..:

... I ndependent w thout aggressive and consi stent
trai ni ng;

...usually able to apply skills learned in train-
ing situations to other settings and environnents;

...generally able to take care of npbst of their
personal care needs, make known to others their
basi ¢ needs and wants, and understand sinple
conmmands;

...capable of working at a conpetitive wage | evel
wi t hout support and to some extent...able to
engage appropriately in social interactions;

...able, usually, to conduct thenselves appro-
priately when...away fromthe facility's prem ses;
and

do not require the range of professional services
or interventions (needed by persons with nore
severe inmpairnents) in order to make progress.”





