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Introduction

This report contains the findings and recommendations of a study
of privately operated community living arrangements funded by the
Connecticut Department of Mental Retardation (DMR) conducted between
December, 1987 and June, 1988. The study was directed towards three
questions selected by DMR:

l. Are the costs of the most expensive privately operated

community living arrangements justifiable?

2. Do people living in privately coperated community living

arrangements receive more or less supervision than they require?

3. Does the design of privately operated community living

arrangement allow for sufficient flexibility to meet the needs

of people vwith mental retardation?

The report is divided into three major sections: Background
Information; Findings:; and Recommendations. The Appendices include a

description of the study methodology, and resource information.
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BACKGROUND INFORMATION

While this study focused on privately operated community living
arrangements, it is important to understand these community
alternatives in the context of the mental retardation service system
in Connecticut. The Department of Mental Retardation is organized
into six regions, in addition to Mansfield and Southbury Training
Schools, operating under the direction of Central Office. DMR
operates directly or contracts with private providers for a broad
range of services, including residential services, family support
services, case management, resource services, and child and adult day
services.

Connecticut's residential service system is comprised of a
variety of publicly and privately operated facilities and settings:

*Mansfield and Southbury Training Schools. As of January, 1¢88,

the combined populations of Mansfield and Southbury, the state's two
large institutions, stood at approximately 1559. Mansfield and
Southbury contain both ICF/MR (Medicaid-funded "Intermediate care
Facilities for the Mentally Retarded”) and non-ICF/MR units. State
plans call for decreases in the populations of both Mansfield and
Southbury.

*Reagional Centers. DMR operates ten regional centers
administered by the regional offices with a combined population of
approximately 559 a&s of January, 1988.

» stit s. These include residential schools, long




term care facilities, and nurseries, with a combined population of
approximately 905 in 1987.

*DMR operated "Community ICFs/MR." DMR operates 39 "Community

ICFs/MR," with a total population of 321 as of February, 1988.

*Privately operated "Community ICFs/MR." DMR contracts with
private providers to operate 27 "Community ICFs/MR," with a total

"population of approximately 143 as of February, 1988.

* Commu Traini omes. DMR licenses "community training
homes," or foster or family care homes, serving approximately 135
children and youth and 349 adults. While the community training home
program traditionally has been a DMR operated program, DMR plans to
contract with private providers to operate their own community
training home programs.

*DMR operated Community Living Arrangements. DMR cperates a

small number of non-ICF/MR community residences.

*DMR "Assisted" Apartments. DMR regions operate "assisted
living arrangements," which are unlicensed and provide less than 24
hour supervision. These arrangements are variously referred to as
"monitored apartments,” "supervised apartments," "staffed
apartments," "subsidized apartments," or "community apartments."

*Private Community Iiving Arrangements. DMR contracts with

private providers to operate community living arrangements for 1238
people as of February, 1988. There are approximately 217 privately
operated community living arrangements, ranging in size from one to
15 people.

This study was designed to examine privately operated community -

living arrangements.

~1




FINDINGS
COSTS OF THE MOST EXPENSIVE COMMUNITY LIVING ARRANGEMENTS

This section of the report looks at the costs of privately
operated community living arrangements funded by DMR: the
reasonableness of the costs and how community living arrangements are
funded.

The purpose of this section is not to present a cost-benefit
analysis of community living arrangements. While the study involved
site visits to private programs, we did not attempt to evaluate the
quality of life or programmatic effectiveness of community living
arrangements in light of costs. The study was addressed to whether
DMR's funding of community living arrangements is reasonable and
justifiable.

It is noteworthy, however, that a study by Conroy & Feinstein
Associates conducted under contract with DMR concluded that CARC v.
Thorne class members who have moved from congregate settings into the
community, including privately operated arrangements, are
significantly better off than they were previously (Conroy,
Feinstein, & lemanowicz, 1988). Conroy, Feinstein, & Lemanowicz.
(1988) report:

This is our conclusion about deinstitutionalization under the

CARC v. Thorne consent agreement: the people who have moved from

institutional to community placements bave benefited (sic)

4
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immensely in almest every way we Xnow how to measure. Community

placement should continue, and, assuming mechanisms and

resources are adequate, it should accelerate, because people are
clearly better off in Connecticut community living than they are

in Connecticut institutions (p. 77).

Before presenting the findings of this study regarding the costs
of private community living arrangements, a few words of explanation
on the funding of private programs should be given. !rivate
providers operating community living arrangements are reimbursed
through separate rates from the Department of Income Maintenance
(DIM) and the Department of Mental Retardation. The DIM rate is
intended to pay for room and board costs, while the DMR rate is
intended to pay for service costs. DMR service rates have been paid
according to five levels of care, with a maximum per diem or 'cap"”
for each level. Since 1986 (Fiscal Year 1987), the Commissioner of
DMR has approved "overcap requests" submitted by regional offices to
reimburse agencies in an amount beyond the cap for lLevel V care (the
regulations authorize the Commissioner of the Department of Income
Maintenance to grant an exemption to the per diem rate for Level V
upon the written request of the Commissioner of Mental Retardation).
For the purposes of this study, the "most expensive community living
arrangements" are operationally defined in terms of community living
arrangements with "overcap”" budgets. As of February, 1988, 183 out
of a total population of 1238 people were living in private community
living arrangements funded at a rate exceeding the cap for Level 5.
TABLE I contains a breakdown of DMR overcap budgets, listing per
diems (DMR rate only), the number of c¢lients funded at each rate} and

5
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the annual DMR cost.

TABLE I.

DEPARTMENT OF MENTAL RETARDATION
PER DIEMS FOR MOST EXPENSIVE

v NG
ARRANGEMENTS ("OVERCAPS")

February 1988

DMR DMR
e em Number of Clients Annual Cost
$ 91 ~ 150 49 $ 2,295,397
$151 - 250 66 4,186,714
$201 ~ 250 35 2,710,942
$251 - 300 14 1,405,501
$301 - 350 18 2,086,799
$351 -~ Over _ 3 178,850
TOTAL 183 $12,864,203

*For children's homes, DMR costs include both service and room
and board amounts.

As noted below, DMR has revised its rate-setting system

effective June 30, 1988.

i . he average costs © e most expensive ivate
community living arrangements are comparable with the costs of
1 c st ons on ut.

Cost comparisons of institul..ns versus community programs are
complex and notoriously unreliable. First of all, all programs have
hidden costs, costs that do not appear in program budgets. For
example, institutional budgets may not include capital and
depreciation coste; community program budgets may not include the
costs of generic community services. Second, in order to be valigd,

a cost comparison must be based on comparable populations; that is,

6



costs must be compared for people with the same level of needs. A
common failing of many cost studies of institutions versus community
programs is that they compare the costs of serving people with mild
disabilities with those with severe disabilities. Third, a cost
comparison should compare programs providing the same level of
service. It is meaningless to compare the costs of & richly staffed
progranm, whether in an irstitution or the community, with a poorly
staffed one.

A comparison of institutional and private community living
arrangements is made here to provide a rough indicator of the
reasonableness of costs of private community living arrangements.
Budget information on Connecticut institutions and community living
arrangements were obtained from DMR and undoubtedly do not account
for many hidden costs. No systematic data were collected on the
level of disability of people living in institutions or community
programs or on the intensity of services offered in the state's
regional centers and training schools as opposed to private
community living arrangements. We assume that many of the people
remaining in institutions have severe and multiple disabilities.
However, our observations of community living arrangements and our
interviews with private providers and regional staff lead us to
believe that muny people served in the community in the most
expensive community living arrangements are also among those with
the most severe disabilities, including severe and profound mental
retardation, multiple disabilities, madical involvements, and
challenging behavior."

Based on data providzd by DMR on the costs of different settings

7
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as of February, 1988, the average costs oi the most expensive

private commu v arrangements are ne the average
costs of institutions in Connecticut. TABLE II compares the average

per diems {per person per day cost) for public institutions and the
most expensive private community living arrangements. The TABLE
includes: (1) the per diem for Mansfield Training School; the per
_diem for ICF/MR certified units at Mansfield; the per diem for
‘Southbury Training School; the per diem for ICF/MR certified units
at Southbury; the per diem for DMR's regional centers; and the per
diem for the most expensive ("overcap") community living
arrangements, including both DMR and DIM rates and an estimated day

program per diem of $37.

TABLE II.

COMPARISON OF AVERAGE PER DIEMS OF THL
MOST EXPENSIVE PRIVATE COMMUNITY
LIVING ARRANGEMENTS WITH INSTITUTINONS

February 1988

Mansfield Training School $263
Mansfield Training School - ICF/MR $§316
Southbury Training School $1e3
Southbury Training School -~ ICF/MR §242
Regional Centers $216
Most Expensive ("Overcap'") Private $272

Community Living Arrangements

*Includes DMR and DIM rates &and an estimated day program per diem
of $37 (average provided by DMR).

CHART I {on the next page) provides a graphic depiction of the

figures contained in TABLE II.



CHART I.

Comparison of Average Psr Diems of the
Most Expensive Frivate Community Living

Arrangement with Inztitutions

~oount in Dollars
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As indicated in TABLE I, the per diem for the most expensive

private community living arrangements, $272, is comparable to
Mansfield's per diem, less than ICF/MR units at Mansfield, a
slightly higher than the per diems for the regional centers,
Southbury, and ICF/MR units at Southbury. wWith the decline in the
populations of Southbury and Mansfield in accord with consent decree
projections, the per diems at these institutions are expected to
increase to $335 at Mansfield and $239 at Southbury, even if total
expenses remain constant.

It should be noted that an evaluation of the costs of a system
of community services should not be based on the costs of the most
expensive programs. A failure to examine statewide averages would
paint a misleading picture of funding issues. As indicated by
Conroy and Bradley (1985), it is not unusual for community programs
to show a wide range in cost. In their study of the Pennhurst
deinstitutionalization, the costs of community programs ranged from
$19.64 to $252.66 in 1981-82. Conroy and Bradley (1985) and
Ashbaugh and Allard (1984) also report that institutional per diems
conceal a wide variation in the costs of units within individual

institutions.

The average costs of private community living arrangements in
Connecticut are significantly lower than the most expensive
Lacilities and thanp Mansfield, Southbury, and onal centers.

The per diem for private community living arrangements, including

Yovercap" progranms, is $137.36 (DMR and DIM rates and an estimated
$37 for day programs). TABLE IIT and CHRART II present a comparison

of this figure with institutional per diems in Connecticut.
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While this report focuses specifically on the costs of private
community living arrangements in Connecticut, it is relevant to
point out that compared to other states Connecticut historically has
had high mental retardation expenditures, especially for
institutions. Spending for private community living arrangements
must be interpreted in the context of trends in spending for mental

‘retardation services in general.

TABLE III.

COMPARISON OF PER_DIEMS OF
RIVATE C NITY VING

ARRANG S STITUTIONS
1588
Mansfield Training School $263
Mansfield Training School - ICF/MR $316
Southbury Training School $183
Southbury Training School - ICF/MR $§242
Regional Centers $216
Private Ccommunity Living Arrangements ("Overcap" $137

("Overcap'" and "Nonovercap")#*

*Includes DMR and DIM rates and an estimated day program per
diem of $37. ‘

Citing national studies reporting data collected from 1977 to
1986, TABLE IV compares mental retardation/developmental disability
spending in Connecticut with other states. TABLE IV compares mental
retardation/developmental disakility in Connecticut with other
states according to: spending per capita, based on the total state

population (total, institutional, and community):; spending as a

12




TABLE IV.

OQOMPARTSON OF MENTAL, RETARDATION/DEVEIOPMENTAL DICABILITY
EXPENDITURES IN CONNECTICUT WITH OTHER STATET

States With
Connecticut National Connecticut's Higher
Comparison Year Figures  Average Rank Expenditures
MR/DD Spending Per Cap-
ita (Total State
Population) 1986 $81.91 $38.04 2 North Dakota
MR/DD Institutional
Spending Per Capita 1
(Total State Population) 1986 $52.18 $19.49 1l Nane
MR/DD Cammunity Spending North Dakota, District of Columbia, New York,
Per Capita {Total State Minnesota, Rhode Island, New Hampshire, Maine,
Population) 1986 $29.73 $18.55 9 Michigan
MR/DD Sperdling as 3 Share :
of Persanal Incame 1986 — e 3 North Dakota, Minnesota
MR/DD Institutional Spend-
ing as a Share gf
Personal Incane 1986 2 North Dakota
MR/DD Cammunity Spending North Dakota, Minnesota, New York, Rhode Islard,
as a SEare of Persaonal District of Columbia, Maine, Vermont,
Incame 1686 16 Pennsylvania, New Hampshire, Louisiana, Mantana,

Michigan, Wisconsin, Ohio, Nebraska

MR/DD Insiitutional

Per Diems 1986 $198.94 $126.79 2 Alaska

Rate of Increase in North Dakota, New Hampshire, Nevada,
MR/DD InsEitm:ionaJ. 1977~ Massachusetts, District of Columbia
Per Diems 1986 400.28% 184.67% 6

17 1z
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TABLIE IV. cantinued

States With
Connecticut National Connecticut's Higher
Camparison Year Figures  Average Rank Expenditures
ICF/MR Cgsts Fer $45,358 $32,960
Resident 1985 (Per Diem: (Per Diem: 5 Alaska, Massachusetts, New York, Vermont

$124.27)  $90.30)

im Hemp, & Fujiura, 1986

%lakin, Hill, White, & Wright, 1987




share of personal income within a state (total, institutional, and
community): instituticnal per diems; rate of increase in
institutional per diems from 1977 to 1986; and ICF/MR costs per
resident.

The consistent pattern that emerges from this TABLE is that
-Connecticut has ranked at the top of the states in terms of mental

retardation/developmental disability svending, with spending fox
S s account ts rank. As indicated in TABLE IV,

Connecticut ranked first in institutional spending per capita,
second in institutional spending as a share of state personal
income, second in institutiocnal per diems, sixth in the rate of
increase in institutional per diems from 1977 to 1986, and fifth in
ICF/MR costs per resident (as of 1986, 68.9% of ICF/MR funding in
Connecticut went to public institutions).

As of 1986, Connecticut ranked significantly lower in community
spending than in institutional spending, although it remained above

the national average in this category also. In per capita spending
in the community, Connecticut ranked ninth, while in community
spending as a share of personal income, Connecticut ranked
sixteenth. Perhaps this disparity in institutional versus community
spending accounts for Connecticut's subaverage
deinstitutionalization rate in the late 1970s and early 1980s.
Accordipg to Braddock, Hemp, and Fujiura, in the period 1977 to
1986, the populations of public institutions in Connecticut declined
25.44% compared to a national average of 32.68%. Connecticut ranked
thirtieth among the states during this period. National data
comparing Connecticut with other states in terms of community

15
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spending and rate of deinstitutionalization are not available since
DMR began approving "overcap requests" to fund private community
living arrangements.

Although many factors probably account for Connecticut's
relatively high mental retardation expenditures, the economic
climate within the state is undoubtedly a major one. As a state,
Connecticut has a high cust of living and low unemployment rate.
TABLE V (on the next page) summarizes key economic indicators for
the State of Connecticut.

As indicated in this TARBRLE, Connecticut has a per capita income
(personal income divided by state peopulation) significantly higher
than the national average, $19,600 versus $14,641 in 1986. As of
February, 1988, Connecticut had a statewide unemployment rate of
3.6%, a figure that placed it third lowest in the country after
Hawaii and New Hampshire. The unemployment rate within five
netropolitan areas in Connecticut ranged from 2.4% to 4.8%.
Stanford's unemployment rate of 2.4% was the lowest unemployment
rate of any metropeclitan area in the country. In February, 1988,
Connecticut had the eighth highest average weekly earnings of
production workers on manufacturing payrolls among the states. 1In
short, because of Connecticut's favorable economic picture, the .
costs of mental retardation services would be expected to be high
compared to other states.

FINDING 2. The costs of the most expensive private community
living arrangementgs are dustifiable given the historical wmodel of

service adopted in Connectjcut.
Under current DMR regulations, private community living

16



TABLE V.

COMPARISON OF CONNECTICUT WITH
OTHER _STATES ON SELECTED ECONOMIC FACTORS

ER C T RSON
Connecticut (1986): $19,600
National Average: 14,641

Source: Connecticut Department of Labor, 1988

UNEMPLOYMENT RATE
Connecticut (1988): $3.6%
Range in Connecticut Metropolitan areas (1988):
Stanford (2.4%): Hartford (3.2%):
New Haven = Meridan (3.4%):
Bridgeport - Milford (4.4%); Waterbury (4.8%)
National Rate: 5.6%
State with Lower Unemployment Rate:
New Hampshire (3.1%); Hawail (3.3%)
Source: U.S. Department of Labor, 1988

AVERAGE WEEKLY EARNINGS (PRODUCTION WORKERS ON
MANUFACTURING PAYROLLS)

Connecticut (1988): $445.95

Connecticut's Rank: 8th Highest

Source: U.S. Department of Labor, 1588
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arrangements are agency operated, licensed, and staffed
facilities. The regulations contain minimum staffing requirements
for each of five levels of care. According to the regulations,
level of care II, III, IV, and V facilities must meet certain
staffing ratios for each of three shifts. For level V facilities,
which include the most expensive community living arrangements, fhe
‘minimum required staff on duty are: 1st shift 1:3 residents; 2nd
~shift 1:2.5 residents; 3rd shift awake 1:6 residents. What is more
important than the specific staffing requirements is the
expectation that private community living arrangements will be
staffed by three shifts of direct care staff, with awake night
staff for facilities serving people with more severe disabilities.
DMR licensing regulations are currently under revision and draft
regulations have been prepared.

The major factor contributing to the costs of private living
arrangements, including the most and least expensive, is staffing.
For this study, we analyzed two separate sets of cost information
on approved agency budgets: the first was a comparison of average
cost centers of undercap and overcap private community living
arrangements calculated by DMR; the second was a review of 29
"overcap" agency budgets (37 "overcap" budgets were provided by
DMR; eight were excluded from analysis because of incomplete
information; of those budgets that were dated, the dates ranged
from December 1986 to November, 1987). Both sets of information
break down agency budgets by four major categories contained on a
DMR budget summary sheet: (1) salary and wages for administrative
staff; (2) salary and wages for support staff (generally

18



professionals and consultants); (3) salary and wages for direct
care staff; and (4) direct service costs for the individual
residential program (a miscellaneous category including auditing,
accounting, licensing, staff education and training,
transportation, postage, telephone, advertisement, insurance, and
“other"). The summary sheet also lists room and board costs, but
since these are part of the DIM rate and not the DMR service rate,
these costs were not analyzed. As noted later in this report,
DMR's cost reporting system is also under revision.

Before reporting on our analysis, a few words about the nature
of the budget information provided by agencies should be offered.
Agencies varied widely in terms of the types of costs they
reported. Some agencies charged a general management fee as a
percentage of total program cests under the category for individual
residential program, while others did not. Similarly, agencies
differed in how they reported costs, especially under the
categories for administrative staff and support staff. Several
budgets listed administrative costs as a percentage, while most
contained a breakdown of staff salary and benefits. One budget
listed two behavioral specialists under the administrative
category. The category of direct care staff appeared relatively
consistent across agency budgets and, hence, comparisons based on
this category are probably the most reliable.

Based on DMR's calculations and our own analysis, costs for
direct care staff account for between 70,4% and 723% of the budgets

EXPENns Lvate communj $ale of- 2
costs for total staff, including administrative, support, and
19
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TABLE VI provides a comparison of average annhual coste per bed for

"overcap" and "non-overcap" private community living arrangements

by major cost category based on DMR's calculations.

CosT

———————

CATEGORIES

TABLE VI.

COSTS OF "OVERCAP!" AND "NON-OVERCAP"

Administra-~-
tive Staff

Support
Staff

Direct Care

Staff

Individual
Residential

Program

TOTAL

Source:

LIVING ARRANGEMENTS BY “BED

NON-OVERCAP

COSTS

$2,948

$1,942

$15,221

$2,816

$22,927

Percentages Rounded

DERCENTAGE

OF COSTS

12.9%

12.3%

100%

COMPARISON OF COST CATEGORIES OF AVERAGE ANNUAL

PRIVATE COMMUNITY
1]
OVERCAP
PERCENTAGE
COSTS OF COSTS
$4,332 6.7%
$5,081 7.8%
$46,904 72%
$8,787 13.5%
$65,104 100%

As indicated in TABLE VI, the annual average for non-overcap

programs are $22,927, while the average for overcap programs are

$65,104.

" four categories.

Hcwever,

Costs are greater for overcap programs for each of the

direct care staff accounts for most of

" the difference between the two budgets.

20
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are 75.1% of ti.e difference between overcap and non-overcap budgets,
and total staff costs are 82.6% of the difference.
TABLE VII summarizes data from the analysis of the budgets of 29 .

of the most expensive private community living arrangements.

As summarized in this TABLE, the budgets of the most expensive
private community living arrangements vary greatly from each other.
‘Per diems range from $123.74 to $490 (this was a one-person program
‘whose per diem has apparently declined since the original budget was
prepared), with an average of $193.86. The range of costs for each
major cost category are as follows: (1) administrative staff: 0-
23.3%; .2) support staff: .3%-25.1%; (3) direct care staff: 37.2%-
80.4%; and (4) individual residential program: 2.8%-28.1%. Only one
program devoted less than 50% of its budget to direct care staff, at
37.2%. However, this budget also had the highest percentage devoted
to support staff, 25.1%, supporting the conclusion that support
staff were playing direct care staff roles. On the average, the.29
programs allocated 71.4% of their budgets to direct care staff and
86.4% of their budgets to direct, support, and administrative staff.

Apart from several budgets that contained relatively high
management fees (and these budgets typically had low administrative
costs), the only consistently high cost item under the individual
residential program category contained in the 29 budgets was
transportation. Each budget contained a major transportation line
ranging from $3,000 to $16,740. DMR's figures indicate that
transportaticn is the largest single cost item under the individual
residential program category for overcap programs at 52,934 per bed
(33.4% of that category and 4.5% of the total costs). Private

2l
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TABLE VII.

OMPARISON_OF CO CATEGORIES O
AVERAGE COSTS_ OF MOST EXPENSIVE
PRIV COM» ARRANGEMENTS

Size of Facilities:

One~-Person: 2
Two=-Person: 1
Three-Person: 17
Four-Pexrson: 5
Six~-Person: 3

Unknown: 1

Total Budget: $6,234,998

r Diem:
Averagde Range
$193.86 $123.74 = $490
Percentage of Budget by Major Cost Category:
Average Range
Administrative
Staff 7.8% 0(1.9)% - 23.3%
Support Staff 8.2% 0(.3)% ~ 25.1%
Direct Care
Staff 70.4% 37.2% - B0.4%
Individual
Residential
Program 13.6% 2.8% - 28.1%

Source: 29 Agency Budgets

22



community living arrangements, or at least the most expensive ones,
apparently routinely purchase or lease their own vehicles, rather
than using other means of transportation.

A review of available data, including DMR figures, the budgets
of private community living arrangements, interviews with regicnal
staff and private providers, and observations of programs, yields
_some insights inte the costs of the most expensive community living
arrangements. As a general conclusjon, the costs of the most
expensive community living arrangements vis-a-vis othexr private
community living arrangements appear to be explained by the complex
interplay of severity of disability of people served in these
programs, the size of the facilities (i.e.., in smaller settings,
there is generally more staff time available to residents), staffing

patterns, and the trend toward "paritv" in salary and wages of

private agency staff with public agency staff. No single factor

taken in isoclation appears sufficient to account for the costs of
the most expensive programs.

Severity of Disability. People living in the most expensive

private community living arrangements appear to be significantly
more disabled than those living in other facilities. While the
"RET" ("Regional Eligibility Tean") process used to determine levels
of care should not be accepted a&s reliable, it is safe to assume,
that people classified as "Level V" are in general more severely
disabled and have more intensive needs than those classified at
lower levels. According to DMR's statistics, the most expensive
("overcap") private community living arrangements serve the vast
majority of people classified at the upper end of the five levels of .
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care. Out of 225 people living in a level IV/V or V facility, 151
or 67% reside in facilities whose budgets are "overcap."

It would be misleading to imply that people with more severe
disabilities cost more to support in the community under any and all
circumstances. The costs of serving people with severe disabilities
will depend on how they are served and the degree to which their
‘needs are met. Connecticut's Community Training Home Program
("specialized family care") currently serves a number of adults and
children with the most severe disabilities at a cost significantly
lower than any other residential alternative and, in fact, at a
lower cost than public or private community living arrangements for
people with mild and moderate disabilities. However, not all people
with severe disabilities can or should be supported in this way.

As part of our site visits to three DMR regions, we asked
regional officials to explain the reasons for the costs of the most
expensive private community living arrangements or, in other words,
to justify each of their "overcap requests." Severity of disability
was by far the most frequently offered reascn for the costs of the
most expensive programs. Out of 31 "overcap requests" reviewed with
regional staff, this was the major reason mentioned in 23 cases.
Each of these cases involved people with "behavioral'" or "medical"
complicaticns. Some of the most expensive facilities are operated
by out~of-state providers specifically recruited for their
experience with people with the most severe disabilities.

Similarly, in phone interviews with four regional directors,
severity of disability was consistently mentioned as one of the |

primary factors contributing to high costs.
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Size. Even a cursory review of DMR statistics reveals that
among the most expensive private community living arrangements,
smaller facilities have higher per diems than larger ones.

According to DMR figures on per diems by size of facility, the cost
increases as size decreases. The following is a breakdown of the
per diems of the most expensive ("overcap") private community living

arrangements by size:

DMR

Number of beds Number of people total Per diem
1l 2 $341.16

2 8 $264.58

3 81 $258.78

4 36 $232.60

6 24 $184.36

According to three out of four regional directors interviewed,
small size is a major factor contributing to the costs of the most
expensive programs.

While smaller settings have higher per diems than larger ones,
this is not to suggest that the costs of one-, two-, or three-person
settings are not reasonable or justifiable. People living in the
smaller settings may have more severe disabilities than these in the
larger ones. In other words, if six-perscn facilities served the
sanme people living in three-person facilities, their per diems would
rise due to increase staffing costs. According to several regional
officials interviewed, smaller settings have bsen selected for

people with the most severe disabilities, especially those with
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"challenging behavieor." For example, one man whose placement is cne
of the most costly in the state lives in a one-person setting. He
has a history of abusing himself and attacking staff and other
residents while he was living at Mansfield and a four-person
ICF/MR. By all accounts, since being placed in a one-person
setting, his abusive behavior has declined significantly. The
provider has recorded detailed data to show a dramatic decline in
the frequency and intensity of negative behaviors. Over time, the
plan is to find at least one compatible roommate to share the home
with him, thus markedly decreasing costs and still maintaining the
significant gains he has made.

Since most of the cost differentials between smaller ang larger
settings are accounted for by staffing costs, the smaller settings
have more staff time available to meet the needs of residents. 1In
their longitudinal study of Pennhurst, Conroy and Bradley (1985), a
major cost advantage of smaller community programs over the
institution was the increased level of effort expended on behalf of
clients. In other words, community programs showed a greater cost
advantage when measured in terms of cost per hour of staff time than
cost per client day. If staff are actively involved with clients,
as opposed to merely watching over them, the size of facilities can
only be increased at the expense of the intensity of staff
intervention.

Staffing Patterns. As noted above, DMR's current licensing
regulations for private community living arrangements mandate rigid
staffing ratios and require awake night staff for people with more
intensive needs. Providers can request a waiver of staffing ratios
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and the requirement for awake night staff, but this does not appear
to have been done for any "“overcap" facilities. Although the
regulations do not require shift-staffing, the vast majority of the
most expensive private community living arrangements employ this
staffing model. Of the 29 "overcap" budgets reviewed, each provided
for shift staff.

The use of shift staff, with awake staff on the night shift,
contributes to the costs of the most expensive community living
arrangements. While the staff ratios on some shifts might be
justified in terms cf contact with clients, as indicated above, it
is difficult to justify the universal use of awake night staff.
Extremely few people need awake staff at night and for those who do,
this should be justified individually. oOur visits to community .
living arrangements in Connecticut lead us to question whether the
majority require awake night staff.

Awake night shift staffing drives up the costs of small
facilities in particular. Since staff do not ordinarily interact
with clients during the night and are available only for
emergencies, or in some instances, to assist with routine care such
as lifting, clients do not accrue benefits from a richer staffing
ratio at night in a small versus & large facility. In most
instances, one staff member can Jjust as easily monitor & six~person
facility as a three-person facility at night. Even if all other
costs are identical, the operation of two three~person facilities
will result in costs for one additional staff person at night over
oneg six-bed facility.

Our visits to community living arrangements also raise questions
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about the need for professionals to provide direct care at some
facilities. In at least sonme cases, it appears that professionals,
especially licensed or registered nurses, are providing routine care
that trained nonprofessionals could provide. For example, at one
facility that served people with severe physical disabilities who
did not appear to need skilled medical care on a routine basis, a
nurse was assigned to each shift. In fact, a nonprofessional was

' the substitute staff person for a nurse on one shift. According to
DMR officials, nursing requirements for medication administration
contribute to this reliance on professional nursing staff.

The Trend towards "Parity." A major trend in Connecticut is
towards parity between the salaries of private agency staff and
state employees. DMR's FY 87 annualized budget includes two salary
adjustments authorized by Governor 0'Neill that total $6,783,402.
All staff employed by private providers currently under contract
with the Department of Mental Retardation for day and residential
services who currently earn ralaries less than $45,000 per year were
eligible for the increase.

Although this trend will eventually increase the costs of all
private community living arrangements in Connecticut, it appears to
have impacted most neavily on recently negotiated “overcap"
budgets. The increase in private agency staff salaries was tlie
second most often cited reason for "overcap" regquests by regional
- staff. According to DMR regional staff, private agency salaries
anywhere near the state entry level salary automatically places an
agency budget at "overcap." DMR central office officials state that
" it is the number of staff not the salaries of staff that contribute
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to "overcap" situations. DMR regional staff also explained that one
major provider currently "eats" (pays for from its own sources) the
salaries and benefits for staff working at "nonovercap" "Level V"
facilities.

In addition to the trend towards parity, it should be recalled
that Connecticut has a high cost of living and one of the lowest
unemployment rates in the nation. Public and private providers will
continue to find it necessary to pay high salaries relative to other
states to attract staff. Hence, the costs of services may be
expected to rise.

It is relevant to point out that in the Pennhurst stndy, Conroy
and Bradley (1985) noted that most of the cost differential between
the institution and community programs was attributable to the
differences in the state as opposed to private agencies salaries and
fringe benefits: "Clearly if, either as a by product of growth and
maturation of the community services network or as a matter of
policy, community program salaries and fringe benefits increase, the
cost advantage of community programs will shrink considerably" (p.
241.

While the discussion under this finding has focused narrowly on
the per diems of individual facilities, a full understanding of the
funding of the most expensive community living arrangements in
Connecticut requires a broader view. The costs of some of the most
expensive private community living arrangements can be explained not
in terms of current individual facilities but in terms of other
factors. For example, some ©f the highest per diems are found at
providers that recently entered the state and that plan to expand

29

30



their services. As these providers develop new programs,
administrative costs charged to individual budgets probably will
decrease. Similarly, some of the small facilities with high per
diems expect to increase the number of clients and spread costs
across one to three additional people.

In assessing the costs of the most expensive private community
"living arrangements, it is important to note that DMR regional staff

ovid etajled tio e or Yovexrca ests" and appear to

service. During interviews, regional staff appeared extremely

knowledgeable about individual agency budgets and offered sound
reasons for approving budgets submitted by private agencies.
FINDING 3. DMR has taken positive steps to revise its rate-

setting system for private community living arranagements and has
replaced the inadecuste and out-moded Level of Care system.

In addressing the costs of private community living arrangements
in Connecticut, it is relevant to look at how private providers are
funded to operate community living arrangements.

DMR, together with DIM, has undertaken a m2jor revision of the
rate reimbursement system for private community living
arrangements. As noted previously, private providers have been
reimbursed with separate DIM (room and board) and DMR (service)
rates. DMR's rate has been pald according to five levels of care,
with a dollar figure ranging from $19.93 to $85.83 corresponding to
each: I (supervised); II (semi-structured); III (structured):; IV
(intensive); and V (highly intensive). These levels were determined
through a "regional eligibility team" (RET) process that assessed
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clients along five dimensions. Beginning in Fiscal Year 1987,
Yovercap requests" were granted to reimburse private providers at a
rate exceeding the "cap" ($89.83) for "lLevel V clients.”

The Level of Care system was characterized by numerous flaws.
First, the caps attached to each level were inadequate to cover the
actual costs of services for many psople. As one regional official
explained, the service rates or caps were established at a time when
the expectations regarding providers were significantly lower than
" they are today. Second, without waivers of the lLevel V caps during
the last two years, it is doubtful whether many people with severe
disabilities would have been provided the opportunity to live in the
community. Third, the RET process used to determine rates was
unreliable and resulted in inconsistent determinations of client
levels. Finally, the level of care system was inflexible and
obscured the individual needs of people in conmunity living
arrangements,

For the past several years, DMR and DIM have been undergoing a
review of the rate reimbursement system for private community living
arrangements. Based on this review, a new rate setting system has
been developed that is designed to replace the level system with a
more flexible "client-based" approach.

During the period from July 1, 1987 to June 30, 1988, three rate
systems have been in effect in Connecticut. The first is the five-
level rate system with caps that applies to most providers licensed
prior to July, 1987. The second is an interim collapsed level
system that replaces the five levels with three, "Assisted,”
"Supervised," and "Ongoing Comprehensive." The third is the new
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"negotiated service rate system" that was implemented on a pilot
basis in one region. As of July 1, 1888, the funding of all private
compunity living arrangements will shift to the new negotiated
service rate system.

Under the new system, DMR's regional offices have responsibility
for negotiating individual rates with private providers within
_regional resource allocations. As part of the rate-setting process,
.each provider must file an Operational Plan and an Audited
Consolidated Operation Report, a detailed statement of costs for the
preceding year. According to draft regulations, "Analyses of the
Operation Plan, ACOR, and other relevant information relating to

managenent, financial and programmatic performance will be used in

the rate negotiation process." The Operating Manual for Parent
Organizations Providing Residential and Day Programs to Individuals
with Mental Retardatjion states that the DMR Central Office will

provide the regional offices with "reasonable ranges of costs" with

which they can compare the costs of providers in specified cost
categories. The QOperating Manual describes the cost center for
negotiations with private providers as the community living
arrangement or facility rather than the individual. Recent
information precvided by DMR's Central Office in a phone interview
indicated that the cost centers under the new system actually will
be the provider. This is expected to give providers the flexibility
to shift resources from one of their facilities to another. The
rate-setting system is not designed to be based on the individual
"OPS" or "Overall Plan of Service."

For the coming fiscal year, regional resource allocations will



be based on the current provider operating costs plus an inflation
factor and salary adjustments, in addition to a per diem of $155.80
for "expansion beds." Theoretically at ieast, regiocnal office
officials will be able to negotiate rates flexibly for existing and
new community living arrangements within this regional allocation.
According to DMR's Central Office, the new negotiated rate-
"setting system abolishes all levels (although some Central Office
‘staff refer to “guidelines" for three levels) and will provide
regional offices and providers with the flexibility to design
services around individual needs within the available resources.
However, many regional officials and private providers do not share
this understanding and believe that rates will correspond to the
three levels, "Assisted," "Supervised," and "Ongoing
Comprehensive." In short, there is a gap between how Central Office
understands the new system and how many others understand it.

DMR's five year plan, Planning for the Future 1988-92, leaves

the impression that the level of care system will be replaced by a
three-level category of service reimbursement system:
Providers will no longer be licensed to provide a specific level
of care but will be staffed and paid for the level of support or
sexrvice each resident requires as defined by three categories of
out~of-home living arrangements:
Assisted - for persons who require some assistance to
maintain a living arrangement but who do not require the
supervision of a staff person overnight
uperv - for persons who regquire overnight support and
supervision by trained staff person through the night and at
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other times
Ongoing Comprehensive Support - for persons who because »f
severe, multiple, and chronic disabilitles, require intensive
supervision, a specially adapted environment, and a
combination of professional support services for the
forseeable future.
The Operating Manual for the new rate system similavly contains a
flow chart depicting these three levels of service.

Interviews with regional staff revealed that at least some
believe that rates will be set based on three "guidelines" or
“caps." Describing the new system, one regional director stated,
"It is probably not all that different than the level of care." A
regional staff person who serves as a liaiscon with private providers
said, "If the regulations are passed, there will be three new levels
of assisted, supervised, and ongecing comprehensive with caps.” A
third regional staff member gave this explanation of the new system:
"It is unknown what‘dollar amounts will be assigned to the three
levels. Artificial caps will be given." A fourth regional official
speculated that the three level system is designed to be a
transition step between the five-level system and an individualized
rate~setting system. Finally, regarding rate~-setting for private
providers, a fifth regional official commented, *"We expect to be
using the three-level system by July 1."

while the negotiated rate-setting system has the potential to
introduce greater flexibility in the funding ef prive’.e community
living arrangements, a failure to clarify the relationship between
rates, on the one hand, and the three categories, Assisted,
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Supervised, and Ongoing Comprehensive, on the other, could undermine
the intent of the new system. The intent of the central office DMR
was to use the three levels as a framework for discussion of the
supervision needs of people. This framework might also lend itself
to presenting the anticipated average costs of community living

arrangements under the new negotiated rate system.

35

|4
ridtn
Pt



SUPERVISION

This section of the report focuses on the level of supervision
provided in private community living arrangements and specifically
‘addresses the question of whether people living in these settings
receive more or less supervision than they regquire.

FINDING 4. ! urre .2nsure requlations (now in the

ess o evis ] e urage over-supe sion o ving in

supervision at most facilities.
DMR's gurrent regulations for the licensure of private community

living arrangements (Licensure of Private Facilities as Group Homes,

Comm 1 rangements, Group Residences, Residentjal

Schools, and Habjlitative Nursing Facilities for Mentally Retarded
and Autistic Persons, April 17, 1984) require 24-hour supervision

for all but people with the mildest disabilities. As noted
previously, under the current licensure regulations, private
community living arrangements are licensed and reimbursed according
to five levels of care, with I ("supervised'") the lowest and V
("highly intensive") the highest. The regulations contain rigid
staffing ratios for each of three shifts for Levels II through V.
The lowest staff-to-client ratio is 1:6.

Since a very small number of private community living
arrangements are licensed as Level of Carz I, the overwhelming
nunber of facilities are required to provide 24-hour supervision.
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According to a listing of private community living arrangements
dated February, 1988, four facilities with 18 funded beds were
licensed as ILevel I.

As with other regulatory requirements, private providers can
request a waiver of the requirement for 24-hour supervision. The
" burden is placed on the provider to justify why 24-hour supervision
should not be provided. By all accounts, relatively few waivers of
24-hour supervision have been requested or granted. No statewide
data on waivers is readily available.

DMR is undergoing a revision of the licensure regulations.
Recent drafts appropriately eliminate requirements for staff
supervision. According to Central Office staff, staffing patterns
and supervision requirements will be addressed in the contracts
negotiated with providers.

FINDING 5. DMR's current licensure reculations {(now in the

process of revision) encourage over-supervision in private community

living arrangements by requiring awake night shift staff at most
acilities.

The current regulations require awake night staff at community
living arrangements licensed for Levels of care III through V. 1In
view of the fact that only 20 facilities with 121 funded beds are
licensed as Ievel I or Level II, the majority of private community
living arrangements are required to provide awake night staff.

Like the regquirement for 24~hour supervision, providers can .
request a waiver of this requirement and this appears to be one of
the most common licensure waivers requested and granted. According
to one provider, a waiver of awake night staff could be obtai.ed if
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the provider clearly documented that incidents do not occur at night
and that clinical change had occurred in the person. Most private
community living arrangements appear to provide awake night
supérvision through shift staff, although some have been successful
in obtaining waivers.

By reguiring awake night staff in private community living
arrangements, DMR's current regulations treats as routine what
should be treated as exceptional. W®hether viewed in terms of the
additional cost involved in paying staff to be awake during the
night or in terms of overprotectiveness and restrictiveness, the
assignment of awake night staff to a community living arrangement
should be regarded as an exceptional step requiring individual
justification.

DMR's drzft regulations do not require awake night staff.

FINDING 6, The licensure requirements and funding of private
community living arrangements encourages providexrs to provide more

supervision than some people regquire.

Under DMR's current and proposed draft regulations, a private
community living arrangement is an agency-operated and state-
licensed facility. Funding through the current 606 account for
private community living arrangements is tied to licensing and
providers cannot be reimbursed for residential services provided in
pecple's own homes (e.g., & rented apartment or owned house). One
provider interviewed explained that he provided "drop-in" support to
two people 1iving in their own apartments at his own expense. oOne
of these people strongly wanted her own apartment as opposed to
living at a licens.d facility in which her life would be
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controlled. According to the provider, DMR regional staff had been
supportive of his agency continuing to provide services to these
people, but had been unable to secure funding to enable him to do
50.

If and when people living in a private community living
arrangement are found to require less supervision than provided
"there, they must either move from the facility and receive services
and supports from another source (DMR apartment program) or stay at
the facility and continue to receive the same level of supervisién.
As noted below, a sizeable number of people continue to live at
private community living arrangements that provide more supervision
than they require.

Operating as a disincentive for private providers to move people
to other programs providing less supervision is what some DMR
regional staff referred to as "backfilling." This is a term used to
describe the "replacement'" of a person who has moved from a
facility. Since people being placed in community living
arrangements today are significantly more disabled than most of
those currently served in the community, a provider who moves a
person from a facility is likely to have that person "replaced" by
someone with more intensive needs. As one regional director
explained,

One agency in the region has moved people into condominiums.

They then backfilled--I hate that word--with people who are

really Level V. This is a disincentive to private providers

because they end up with a tougher person; for example, someone
who is medically involved or who beats up people or breaks
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windows.
Another regional director commented, "The provider needs a financial
.1centive to move people on. . .if they are going to backfill with
people with more severe disabilities." In short, a provider runs
the risk of having a person who moves from a community living
arrangement "replaced" by someone with greater needs, with no
additional resources to serve that person. One regional director
stated that budgets are not normally renegotiated during a contract
year if one person is replaced by another. Under the new negotiated
system while renegotiation is possible, several regional staff
mentioned that they do not expect that such renegotiation would
typicgﬁly take place.

FINDING 7. A sizeable number of people (as reported bv the

private sector and reagional staff) living in private community
living arrangements appear to receive e_supe sion than the
reguire.

Relying on the statements of regional staff and private
providers, it is reasonable to assume that a significant number of
people living in private community living arrangements receive more
supervision than they require. In view of the regulatory
requirements and incentives favoring over-supervision, this should
not ke surprising.

Each of four regional directors interviewed stated that at least
some of the people in private community living arrangements could
live in the community with less supervision or were ready to move on
to "less restrictive settings." As one of these regional &irectors
stated, he was not invelved enough on a day-to-day basis to say
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whether there were many or a few people who fell into this
category. One of the regional managers contrasted private community
living arrangements with DMR apartments:

For the state apartments it has worked fantastic to have people

in their own homes. Before if one person needed 24 hours of

supervision all would get it. We started to recognize that
people needed freedom and didn't need all that supervision. We
were able to increase the program without increasing the staff
because people had grown with the program. We have done this to
some extent with a few providers in the private sector but the
system works against this.

In phone interviews with private providers, six out of 13 stated
that they serve people who do not require the level of supervision
provided in their living arrangements. The number of people cited
by these six agencies ranged from one or two at a small agency to 18
to 20 at a larger one. Some of these providers explained that
people who could live in the community with less support have no
where else to go. One stated:

People are oversupervised. We can't get funding for apartments

and there's no place for them to go.

Cther providers indicated that some people receive more supervision
than they require because they happen to live in facilities with
people who do need 24-hour supervision. According to one provider:

People are ready to receive less than 24-hour supervision.

There are people who don't need as much as others. A staff

person is there to keep an eye on two or three more than the

rest.
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In addition to the ﬁeople requiring less supervision mentioned
by providers, many other people who live in 24-hour supervised
facilities with awake night staff appear to be relatively
independent. As one DMR case manager explained, "There are places
where a person goes out in the community alone, but cannot remain in
their home alone without a licensing waiver." A staff member in
another DMR region said, "There's some places where staff are asked
to leave by the people living there so staff ends up hanging out in
the lobby to provide 24-hour supervision.”

During the phone interviews and site visits, we were informed
about many people living in 24-hour supervised facilities who
function independently in the community for at least brief periods
of time. 1In the phone interviews, almost every provider identified
between two and 20 clients who regularly travelled alone in the
community; for example, walked to work, went to the store, took
walks, and used public transportation. At one agency, two people
held competitive jobs and used public transportation yet lived at
community living arrangements providing 24-hour supervision. 1In the
site visits, we met some pecple who seemed to be capable and
independent, but who received 24-hour supervision because of
possible safety hazards; for example, the fear that a person would

smoke in bed or use tbh: stove.

FINDING 8. While DMR is taking positive steps to reduce the
& X ons vat mmunity living
4 .tv!“«.ﬂ!: :"'D-‘O‘ NC ‘\.“ 2 & *ca l

reduce the level of supervision provided in most facilities without
further direction and guidance from DMR.
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In recognition of the rigid and inflexible nature of the current
licensing regulations for private community living arrangements, DMR
is undergoing a major revision of these regulations. Draft versions
of the regulations eliminate the levels and staffing ratios
contained in the current regulations.

While DMR's efforts to reduce the rigidity of the regulations
Care positive and will undoubtedly enable some providers to offer
more individualized services, it cannot be assumed that a revision
of the regulations in and of itself will have a major impact on the

level of supervision provided in most community living
arrangements. In the first place, many regional staff and private
providers beljeve that most people living in private community

living arrangements recuire the level of supervision specified in
e ions e dicate tha umber of people

could cet by with less supervision, they generally mean that these
people do not fit into licensed community living arrangements and

‘ea Y ore enden iving. The problem is

defined not in terms of how community living arrangements are
staffed, but in terms of who should be placed there. As one
regional official commented, people currently classified as Levels
IV and V need the staffing indicated in the current regulations.
Another stated, "The level of supervision will be determined by the
IDT team. It probably won't be that different than under the level
systen. "

As illustrated by the current regulations, private community
living arrangements have been crganized under the assumption that 24-
hour awake supervision should be provided unless otherwise
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justified. In contrast, in many other states and service systems,
24-hour supervision, especially awake night supervision, must be
justified based on the individual.

Perhaps because of the history of the private community living
arrangements program, many providers and regicnal staff are, in the
words of one regional official, "overprotective." One regional
staff member explained why many independent people may require 24-
hour supervision: "People use poor judgment and bring people home
from town and are taken advantage of." A private provider had this
to say about awake night staff: "We choose to have this in case of
an emergency." Another private provider stated clients have to
demonstrate that they are capable of living safely in order to be
left alone. For a number of providers and regional staff, a vague
possibility that & person may have a behavior episode or an rccident
justifies 24-hour awake supervision.

In the gecond place, without economic incentives, private

providers will be reluctant to replace more independent people who

do not recuire 24-hour supexvision with people with more challenging

needs. Since rates are set for facilities, rather than individuals,

and since these rates usually will not be readjusted during the
fiscal year, providers may continue to be penalized financially for
accepting a person with severe disabilities in an existing community

living arrangement.

In the third place, many people living in private community
1iving arrangements will continue to require ongoing support. Since
support is equated generally with shift staff, the level of -
supervision provided in most community living arrxangements cannot be -
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expected to decrease significantly.

Due to the more restrictive Connecticut Department of Labor Lavs
and Regulations and the preferences of providers, people in private
facilities are increasingly supported by shift staff, Of course,
the current DMR licensure regulations also encourage shift staffing.

While the Federal Fair Labor Standards Act (FLSA) makes
provisions for live-in staff, according to DMR's review of
Connecticut labor laws and an interview with their wage enforcement
agent, "Connecticut regulations mandate that any hours live-in staff
are required to be on the premises of the workplace be counted as
hours worked and subject to minimum wage." During our interviews
and site visits, we often were told that these wage and hour
standards made the use of live-in staff unfeasible. A regional
director stated:

There are not too many staff who sleep at night. They have

shift staffing on all three shifts. Live-in staff are

diminishing. It was too expensive with federal wage and hour to
pay staff time and a half. They are electing to replace live-in
by three shifts. It was too costly to recruit and pay at the
new rate for live-in staff.
According to two regional staff, all providers in their region
except one used shift staff and the one exception was in the process
of changing from live-in to shift staff because of wage and hour
requirements. Two providers stated that they were willing to
consider live-in staff, but that wage and hour standards were a
potential problem. One of these said, "We don't know how to
classify staff and we can't pay them for 24 hours.” However, one
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provider indicated that it was actually easier to obtain live-in
staff because of changes in wage and hour standards.

Although all Depaitment of Labor wage and hour guidelines are
subject to various interpretations, the status of live-in staff
under the federal standards is clearer than many other staffing
_arrangements. live-in staff, or "employees who reside on the
employer's premises permanently or for an extended perlod of time,”
need not be paid for all of the time they are at a setting. For
example, they do not need to be paid for eight hours of sleep time
or for free time, even when they are on call. In addition, certain
staff who provide "companionship services'" to people in their own
homes are exempt from wage and hour standards. Recent
interpretations by the Federal Department of Labor impact most
directly on agencies that use relief staff to substitute for live-in
staff and modified shift staff. Because of inconsistencies in the
interpretation of federal standards, the Department of Labor has
placed a temporary moratorium on investigations of community
residences in order to develop clearer guidance for providers and
enforcement officials. (For updated information on FLSA, see
National Asscciation of Private Residential Resources, 1987, 1985).
Since Connecticut's labor laws are more restrictive than the federal
government, though, private providers must foliow these more
restrictive standards.

Quite apart from federal and state wage and labor standards,
most providers in Connecticut express a preference for shift staff
as opposed toc live-in staff. Out of 22 providers interviewed about
staffing on the phone or in person, three used live-in staff, two
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were open to live-in staff but currently used shift staff, and the
remainder had a strong preference for shift staff. The reasons in
favor of shift staff and against live-in staff included staff "burn-
out" and turnover, difficulty in recruiting live-in staff,
inappropriateness for community living arrangements for adults, the
non-professional status of live-in staff, and staff "ownership" of
the living arrangements. Two of the providers that used live-in
staff believed just as strongly in the advantages of this approach.
One stated:
I wouldn't do it any other way. It becomes their home and
things get done right away. . .The staff gets a lot of support
and a liberal vacation plan. We have no problem with burn-out.
For regqulatory changes to have a maior impact on the level of
staffing in private community living arrangements, DMR will need to

encourage and work with providers to develop alternatjves to shift
staffing and also work with the Connecticut Department of labor to
revise Connecticut labor laws that may contribute to unnecessary
program costs and restrict flexibjlity. As long as providers use

shift staff as a routine matter, many people will continue to

receive more supervision than they require, especially at night,

since shift staff are almost always awake or at least must be paid

for being awake. The issue confronting DMR is not simply whether ox

but how

provided in individuamliized and flexible ways. Examples of flexible

. ways of supporting people include live-in staff, "paid roommates,"
on~call ctaff, neighbor support, and electronic communications
systems. This leads us to a consideration of the flexibility and
individualization of private community living arrangements.
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FLEXIBILITY AND INDIVIDUALIZATION

This section of the report examines the third and final study
question addressed by the study:; namely, the flexibility and
individualization of private community living arrangements in
Connecticut.

FINDING 9, DMR has taken many positive steps to increase the
flexibility, individualization, and responsiveness of private
community living arrangements.

Connecticut's community-based service system for reople with
mental retardation is a system in transition. As indicated earlier
in this report, despite high state expenditures for mental
retardation and develcpmental disability services, Connecticut
lagged significantly behind other states in deinstitutionalization
in the period from 1977 to 1986.

In the past three Years, DMR has made inpressive strides in the
development of regional administrative structures and funding
mechanisms to support community services in the areas of residential
services, supported work, and family support services. Aas part of
its efforts to develop community programs, DMR has taken numerous
steps to increase the individualization of privately operated
community living arrangements. The following steps are especially
noteworthy.

eview d visijon o ensure re S vate.
c u e . DMR has developed draft regulations
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that would eliminate the rigid levels of care and inflexible
staffing ratios ccntained in the current licensure regulations.

The development of a new rate-setting structure. In line with

" the revision of licensure regulations, DMR has developed a new
negotiated rate reimbursement system for private agencies. While
not truly individualized, this new rate setting system should afford
private Qgencies more flexibility in meeting the individual needs of
people in community living arrangements. The new rate-setting
system also transfers responsibility to DMR regional offices for
negotiating service rates, thus moving decision-making regarding
services closcr to the people served.

e o) empor Suppo Se es nd. The
Temporary Support Services fund (032 account) is a fund to pay for
time-limited services to maintain people in the community. This
fund is an innovative approach to meeting unique and unanticipated
circumstances. According to regional staff and providers, these
funds have been used successfully to obtain additional staffing to
respond to crises, to provide intensive support to people with
- challenging behavior, and to fund nursing care for people
experiencing or recovering from acute medical conditions. As one
regional manager stated "temporary services has saved countless .
placements.” Some private providers reported that they have
experienced delays in obtaining Temporary Support Services funding.
In orxder tc provide for timely funding, DMR recently proposed
changes in Temporary Support Services to enable funds to be provided
to providers through amendments to their existing contracts.

The development of smaller community livince arrangements. DMR
49
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has actively encouraged and supported the development of small,
primari;y three~person, private community living arrangements. 1In
some cases, DMR has funded two~ or even one-person community living
arrangements in order to respond to the unique needs of individual
people. Without questinn, these one- to three-person settings offer

the potential of greater individualization than larger facilities.

FINDING 10. The DMR Housing Subsidy Program is an innovative
approach to _enable pecple with mental retardation to maintain their

owned or rented homes in the community.
Beginning in 1983, DMR started to provide subsidies to assist

people with mental retardation in meeting housing costs to live in
their own homes. Like the federal Section 8 housing subsicdy, the
DMR subsidy pays the difference between 30% of a person's net income
and the total housing and utility costs up to a specified maximum.
Since in Connecticut, as in other states, the availability of
Section 8 funds is severely limited, DMR's housing subsidy
represents an innovative state funding mechanism to support people
with mental retardation to live in their own homes. DMR recently
drafted new regulations clarifying usage of the housing subsidy
after a controversy surrounding the use of program funds in one
region. As of late 1987, over 263 people were receiving housing
subsidies.

The DMR housing subsidy offers tremendous potential in enabling
people with mental retardation to live in typical homes and to lead
typical lifestyles in the community. While the subsidy has been
‘used widely to support the housing costs of people served through
DMR's supervised apartment program (also referred to as monitored
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apartments, among other names), it has not been available to people
supported by private providers since private community living
arrangements are licensed facilities, rather than homes leased or
owned by people themselves. For this reason, the full potential of

the housing subsidy program has not been tapped.

NDI . __The private community living arxrangement program is
T curre "facility-based" cach and this limits the
flexibilitv and individualjzatjon of the program.

Despite DMR's efforts to introduce flexibility and
individualization into the private community living arrangement
program, the program represents a "facility-based" approach to
serving people with mental retardation. The program revolves around
the community living arrangement, or facility, rather than around
individuals. This is not to suggest that DMR officials and staff
and providers have not made attempts to address the individual needs
of peocple with mental retardation. It is to say that the current
operation of private community living arrangements circumscribes the
flexibility and individualization of the program.

By "facility-based," we mean that the private community living
arrangements program incorporates the following elements.

Licensing of facilities. Private community living arrangements
are licensed facilities. When agencies own or operate residential
programs, licensing is appropriate. However, by its nature,
licensing tends to limit pecple’s choices and options about where
and with whom to live. One agency administrator informed us about
one previous client of his agency whe simply did not want to live in
2 licensed setting and turn over control of her life to the state or
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the agency.

Agency owned or rented. Private community living arrangements
are agency operated, owned or rented, facilities. Since providers
own or rent the residential setting, they ultimately control who
lives there. As O'Brien and Lyle (1986) point out, under this
- arrangement, *the person with a disability is a guest in someone
else's home" (p. I-27).

Agency staffed. Private community living arrangements are
staffed by people hired, paid, and supervised by the agency
operating the facility. Staff are employed by and accountable to
the agency, not the people receiving the services. The staff's
relationship with people is defined by conditions of employment set
between the agency and staff.

os sed on the group, no di ual.
Staffing ratios and level of supervision are based on the needs of
the group of people living at the facility. As a general rule,
people receive the level of supervision regquired by the person with
the most intensive needs. As discussed earlier, this can result in
over~-supervision for some individuals. To the extent that an
individual has more or less intensive needs than others at the
facility, he or she may not "fit into the program."

ILinkage of Housing and Support. In order to receive services
from & private provider, people must live at the provider's
facility. Providers can only be reimbursed for services if the
person lives at the community living arrangement.

Core Funding Tied to the Facility, Not the Individual. At least

under DMR's current rate-setting system for private community living




arrangements, funding is based on the facility and not the
individual. Accerding to DMR forms provided to us as part of the
ACOR system, the cost center under the negotiated "client-based"
rate structure is the community living arrangemznt. Recent
information provided by DMR indicates that providers will be able to
shift funds between different cost centers, but even under this
scheme funding levels are set based on the facility. A negotiated
budget can be said to be individualized only to the extent that a
community living arrangement houses only one persen. Yet since this
funding would not automatically follow the person if he or she moved
to his or her own home, it does not represent an individualized
rate. To its credit, DMR has developed a funding mechanism for
Temporary Support Services which may be tied to the individual and
designed to address individual needs and circumstances.

Weak relationship between individual planning and funding.

Under the current level of care rate structure, there is a weak
relationship between individual planning, as represented by the
"OPS" or "Overall Plan of Service," and funding of community living
arrangements. The rate-setting system and OPS process have
proceeded independently. The RET (Regional Eligibility Team)
process determined Level of Care determined Staffing Ratios and
Rate. The OPS addressed services within specified staffing ratios
and funding levels. At the most, private providers could use the
OPS to develop future budgets or to request "add-ons," such as the
Temporary Support Service. The OPS is sometimes referred to as "pie
in the sky." Under the negotiated "client-based" rate-setting
system, the OPS and rate-setting structure also appear to be
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independent processes. According to draft regulations, "Residential
client needs assessments serve to establish basic staffing pattefns
used in the annual negotiation of this rate." A residential client
needs assessment is defined as "documents which present a composite
assessment of individual client needs for each community living
arrangement to assist in establishing the basic staffing pattern
required in the residence."

A "facility-based" approach can be contrasted with a
"nonfacility-based," *"individualized," or "person-centered" approach
to supporting people with developmental disabilities in the
community. FIGURE I summarizes key elements of an individualized
approach to community support for people with developmental
disabilities. APPENDIX II contains a reprint of an article
elaborating on these elements.

The distinction we are making between "facility-based" and
“nonfacility-based" is similar to the distinction O'Brien and Lyle
(1986) make between a "Landlord Strategy" and "Housing
Agent/Personal Support Strategy." As O'Brien and Lyle point out,
although a Housing Agent/Personal Support Strategy would open the
way to much more effective services, funding and regulatory barriers
can stand in the way of adopting this approach. FIGURE 1I, adapted
from O'Brien and Lyle (1986), contrasts the Landlord Strategy with a
Housing Agent/Personal Support Strategy.

As indicated in FIGURES I and II, the central feature of a

nonfacility-based or individualized approach is the separation of

housing and support. A manual prepared by Options in Community

Living, a community support agency in Madison, Wisconsin, describes
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FIGURE I.

Kev Elements in Individualized Supports
for People with Developmental Disabilities

A Change in Thinking - We need to shift from an approach
that "fits people into programs" to an approach that starts
with people first and designs the supports around the
people.

Separation of Housing and Support Components =~ People must
be able to receive the intensity and type of support they
need wherever they may live.

Choice in Housing - People must have a choice of a variety
of kinds of housing: duplex, apartment, condominium, flat,
trailer, or house.

Choice of lLocation of the Home - People must be able to
choose where they want to live, including the specific
neighborhood.

Choice of Living Alone or With Others - Pecple must have
greater choice about whom they will live with or if they
will live alone.

Home Ownership/lLeasing - Adults generally should own or
lease their own homes, either alone on in conjunction with
other people. Only under specific circumstances should
adults live in the home of another or in agency-owned
housing.

Individualized Supports - Supports should be tailored tc¢ an
individual person and will vary in kind, amount, frequerfcy
and duration from perscn to person.

Flexible Supports - Supports must be easily adjustable -
the needs of people change over time.

Community Assessments - Development of supports must be
based on "getting to know" the person in a variety of
community envirconments.

Building on Natural Supports - Services must build on
natural community supports, including relationships with
neighbors, families, friends, and acquaintances, and
ngeneric'" community services and organizations.

Choice of Support Providers - People with disabilities need

to have greater control cver the hiring and firing of their
own support workers.
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FIGURE II.

CONTRASTING STRATEGIES 1IN
ESIDENTI SERVICES

LANDLORD STRATEGY

An agency acquires and manages the building.

Staff are employed by the agency.

Housing is offered along with other services such as
instruction, supervision, and personal assistance in a tightly
connected package. It is usually not possible for a person to
refuse services and retain tenancy.

Usually the resident contributes only a small part to program
costs from discretionary income. Most program costs are paid
by a third party, who may bundle several funding sources
together to make up a daily per-persen rate.

People often assume that different types of buildings match
different levels of handicap. The most able people live in
apartments. The least able live in congregate health care
facilities. The people in between belong in group homes.
People are "admitted" to & "bed" as "residents" or "clients"
and receive "residential programming" or "active treatment'.

At the conclusion of their stay, they are "discharged" cor
"graduated" or "transferred to a more appropriate progranm.”

An agency, not the people in residence, holds the property's
lease, mortgage or title and owns most of the furnishings.

HOUSING AGENT/PERSONAL
SUPPORT STRATECGY

An agency provides people with the help needed to locate,
rent, and sometimes own their own homes.

People get only as much help as they need in negotiating and
arranging payments, making necessary modifications, and
acquiring furnishings.

People have opportunities to learn what they need to know to
enjoy their homes in safety.

People whose physical abilities limit their ability to do
things for themselves and people who have not yet learned what
they need to manage safely have in-home assistance.

The agency joins with other local groups to influence the
local housing market to offer suitable housing.

Money fronm programs for people with disabilities is directed
toward two distinct purposes: personal support and housing
subsidy. Housing subsidy supplements a person's own resources
from wages, entitlements (such as S5I), and family resources.
In some places, separate agencies or departments have been
created which specialize either in housing or in personal
support.

Each person an agency assists could have a different set of
personal supports and a different mix of funds paying the rent-
or mortgage. Indeed, the agency could easily offer personal
support to people who live with their parents.

Reprinted from O'Brien and Lyle (1986).
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why it is important to separate housing from support:

. . .one agency should not provide both housing and suppoert
services. While we often advise and assist clients in finding,
renting, and furnishing t..eir apartments, Options no longer becomes
the leaseholder or the landlord for client apartments. We want our
clients to feel both control over and responsibility for their own
living spaces. We also believe that receiving Options' services
should not affect where clients live; our clients have a greater
choice of living situations and know that beginning, ending or
changing their relationships with us will not put them under any
pressure to move. This policy also frees us from the time-consuming
responsibilities and sometimes conflicting relationships invelved in
being a landlord. (Johnson, 1986)

Under a nonfacility-based or individualized approach to
community support, pecple should have access to a range of housing
options. While housing should be separate from support services, an
agency might assist people in locating housing, signing leases,
negotiating with landlerds, matching roommates, purchasing furniture
and furnishings, arranging for architectural adaptations, and
obtaining housing subsidies. Illustrated below are the major types
of housing arrangenments:
own_home. This includes housing owned or rented in the person's own
name.

Parent's or cuardian's home. This refers to housing bought or

rented by the parent or guardian on behalf of a person, but not
occupied by the parent or guardian. Families caring for members
with mental retardation should have access to an array of supports,

57



these supports fall under the category of "family supports'" as
opposed to community residential supports.

Shared home. This refers to a jointly owned or rented home by two

or more persons, one or more of whom is developmentally disabled.

As in the case of any joint living arrangement (e.g., a married
couple, college roommates), all parties are egqually entitled to live
in the home. Which party would move in the case of disagreements is
a matter for negotiation.

Existing home and household. This includes an existing home into
which one or more pecple with disabilities move. The traditional
foster home, or "community training home," is an example of an
existing home and household. Since this cannot truly be considered
a person's own home, this kind of an arrangement has built-in
drawbacks. As in the case of an agency facility the person remains
a guest in someone else's home. Yet there are circumstances in
which the advantages of moving into an existing household outweigh
the disadvantages. APPENDIX III presents some common issues in
traditional family care programs.

Cooperative. In a cooperative a person joins in the ownership of

housing as a member of an entity.
Corporation owned or rented. For people who do not have the legal
capacity to own or rent property and whe do not have parents or
guardians, corporate ownership or rental of housing may be
necessary. Since ideally housing should be separated from support
services, the corporation owrning or renting the housing should be
separate from one providing services.

Regardless of where people live, they should have access to a
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variety of supports and services. The following are strategies for
providing support, supervision, or services to people with
disabilities. Note that these strategies are limited to paid
support.

Agency staffing. Ager.y staff can provide both direct and

indirect support to people. 1In addition to staff providing
direct services, some agencies that support people in their own
homes employ community resource staff who provide case
coordination, assist in the management of attendants, provide
training, and offer back-up services.
Live-ir Staff. This includes people employed by an agency
who live with people with disabilities.
On~-call staff. This refers to staff employed by an agency to
be on-call to provide assistance to people. On-call staff
may actually live near people supported by an agency and be
accessible through emergency communication systems. A live-
in staff person at one home may be on-call to assist people
in another.

Other staff. Other kinds of agency staffing include "drop-

in" staff and staff who work specified hours.

Paid roommates or companions. Paid roommates or companions

are people paid to live with and provide support to people
with disabilities. A paid roommate could be a family
provider ("community training home provider") who accepts a
person into his or her home or someone recruited to provide
support to a person in a shared living arrangement or a
person's own home. In contrast to agency staff, a paid
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roommate is considered self-employed. Ideally, the person
with a developmental disability participates in the hiring
and supervision of the paid roommate.

Paid neighbor. This can be a person from the neighborhood or

apartment complex paid to provide assistance to a person with
a developmental disability or to ke on-call in case of
emergency. Like a paid roommate, a paid neighbor could be
self-employed.

Attendant. We use this term to refer to someone who is

employed directly by the person with a disability. While
attendant care has been commonly thought of as an option for
people with physical disabilities, this approach has recently
been used to support people with mental retardation and
severe disabilities. Funding for attendants can be provided
directly through public agencies or through private agencies
contracted with to administer attendant care funds.

FIGURE III lists the major types of both housing arrangements
and community supports described above. What makes this framework
flexible and individualized is that theoretically any housing
arrangement can be matched with one or mecre types of support. For
example, a person with mental retardation living in his or her own
apartment or a house owned by a parent can be supported by a livé-in
agency employee, an on~call agency employee, a drop-in agency
employee, a paid roommate, a paid neighbor, an attendant or any

combination thereof.




FIGURE III.

AN INDIVIDUALIZED APPROACH TO
COMMUNITY SUPPORT

Separation of Housing and Support

Housing Options Support Options
Own Home Agency staffing
Live~-in
Parent's or guardian's home On-call
Other

Shared home
Paid roommates

Existing home and household or companions
Cooperative Paid neighbor
Corporation owned or rented Attendant

A comparison of this approach with residential alternatives in
Connecticut highliglits the limitations and the potential of existing
programs. First of all, private community living arrangements, in
addition to combining housing and support into a single package,
offer a limited choice in terms of both housing (owned or rented by
the agency) and staff support (agency staff and increasingly shift
staff as opposed to live-in or drop-in). Within the confines of the
existing program, some providers have developed innovative
strategies for supporting people; for example, a house manager
living in the lower level of a duplex and accessible by phone in
case of emergency; on-call staffing, with a beeper system, to
support people in separate dwellings (although another provider
reported that DMR regional staff disapproved the use of a beeper’
system for one of its clients); an apartment cluster with a live-in

staff person in a separate apartment in addition to other agency
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staff. Yet since private community living arrangements have been
licensed facilities and required to adhere to rigid staffing ratios,
both housing and support options have not been put into place.
Second, the DMR supported apartment program offers greater
potential for flexibility and individualization than licensed
~community living arrangements. With funding from the housing
subsidy program, people with mental retardation can live in a
variety of housing arrangements, most notably, their own homes.
While staffing can vary from drop-in to full-time support, however,
support is provided exclusively by DMR staff. As illustrated by

DMR's Community Living Arrangements Subsidy Program Interim

Guidelines, staffing for these living arrangements follows a shift

pattern.

DMR's housing subsidy program also will need to break from its
tradition or being a transitional approach for people with mild
disabilities. During our site visits, supervised or monitored
apartments were described as being for "higher functioning people"
and "borderline MRs with IQs from the mid-60s to high 80s." One
regional staff member stated, "The strength of the staffed
apartments is that it teaches people about apartment living and
prepares them to move on." One region's supervised living program
manual, while containing useful skill inventories, indicated that
the program is targeted toward people with "moderate - borderline"
mental retardation and described entrance criteria that would
eliminate 2ll but the most independent persons.

Finally, as discussed under the following finding, DMR's state-
and privately-operated community training program has the potential
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to offer a flexible and individualized approach to supporting pecple
with mental retardation in the community. If defined broadly
enough, the community training home program could ke used to fund
"paid roommates," including both families and individuals, for
people with mental retardation living in existing households or
shared homes.

It should be noted that no state has fully implemented an
individualized, nonfacility-based, or person-centered approaci to
community living as described here. This approach has been
picneered by individual agencies, notably Options in Wiscensin and
Centennial Developmental Services in wWeld County, Cclorado, which
have bended and patched together state and county funding
mechanisms. (For further information on Options and Weld County,

see Johnson, Belonging to the Community, 19886:; Johnson and O'Brien,

Carrying Options' Story Forward, 1987; Taylor, Community Living in

Three Wisconsin Counties, 198A; and Walker, Site Visit Report:

Centennial Developmental Services, Inc. Weld County, Colorado,

1987). However, some states have put into place flexible funding,
including creative uses of federal funds such as*the Medicaid
waiver, that permits the development of more individualized
community supports. FIGURE IV briefly summarizes selected state
initiatives that encompass some of the components described in this

section.
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FIGURE 1IV.
SELECTED ASPECTS OF INDIVIDUALIZED FUNDING AND SUPPORTS
FOR ADULTS IN OTHER STATES
FIGURE IVa.

Minnesota Home and Community Based Medicaid Waiver*

Separation of Housina and Supports

1.

2.

3.
4.

Supports can be provided in a person's own rented or owned
home as well as in an agency facility or an adult foster
home.

A person can live in a variety of kinds of housing and still
receive support.

A person can be involved in locating and selecting the home.
A person can live alone or with others and can have a choice
of roommates.

Home Ownership

1.

Does not encourage this to occur, but allows for providing
services in a person's own home either leased or owned under
certain circumstances.

Individualized Supports

1.

A range of different services can be provided to adults in
and out of their home, including recreation/leisure, behavior
programming, community integration, menu planning and
dietary, budgeting, counseling on sexuality, bus training,
safety/survival skills, home maintenance and community
orientation. Additionally, nursing, psychological, personal
care, occupational therapy, communication censultation,
behavior consultation, and related services are available.
Plans and budgets are developed for individual people; an
average cost across people served must be maintained at the
county level.

Amount, frequency and duration of services is dependent on
the needs of individuals.

Services are determined through an individual planning
process.

Flexible Supports

l.

Contracts can be renegotiated be.ween the private agency and
the county during the course of the year.

Workers can be hired on temporary contracts to perform
services for as long as people need those specific services.
Times when supports are provided can be changed dependent on
the person's schedule and needs.

Amounts of different supports may vary over the course of the
year.
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FIGURE IVa. continued

Availability for People with Severe Disabilities

1. This is both a deinstitutionalization and a diversion waiver;
designed for pecple at ICF-MR level of care; respondent
indicates that some of the people with the most severe
disabilities may not yet be served.

Chojce in Support Providers

1. The county can contract with different providers for
different services that a person may need or one provider can
offer a number of different services; input of the person may
be solicited before decisions on providers are made.

Issues

1. Stringent informal criteria used for determining when
supports will provided in a person's own home; less than 5%
of supports are offered in a person's own home.

2. Available only through the waiver.

3. No mechanisms available to allow for people to hire their own
attendants or to grant money to person/family for purchases.

4. A variety of implementation issues, including maintenance of
average cost at county level and change in thinking of
provider community from ICF/MR model.

5. 8till results in "boxes" of services; supportive living
services are generally 24 hour support and are funded through
the Medicaid waiver; if a person needs substantially less
support, must be funded as semi-independent living through
state/county funds.

*Information based on site visit 8/87, telephone interview with
Medicaid waiver manager in May 1988, and waiver application.

FIGURE IVb.

Michigan Supported Independence Prodram*

Principles of the Program
(from Michigan Department of Mental Health Services Standards,

7/31/87)

1. The program must provide the participants with as much
autonomy as possible.

2. The program must be designed to meet the needs of the

participant, i.e.: location, type of residence, staff
support, etc.

3. The program must be flexible and responsive to changes in
the participant’s needs, particularly with regard to staff
support. Providers must be able to add, or withdraw support
as the participant and his/her I-team deem appropriate.

4. The participant is an active member of the I-team. His/her
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FIGURE IVb. continued

preferences for living situation, roommate arrangements, employment
are very seriously regarded.

5.

The residence (home, apartment) is that of the
participant(s), not the staff or provider. Professional
staff should observe the same courtesies they would entering
anyone else's home.

Each site will serve no more than 3 people.

Wherever possible, the person's current I-team should
continue to provide support services in their new residence.

Additional Highlights

1.

Issues

1.

2.

6.

7.

The contract rate is based on the recipient's utilization of
approved service categories and may be adjusted as services
change.

Exceptions regquest mechanism also used for the supported
independence program to increase added support when needed.
Program has made extensive use of home modifications to
adapt places to meet the needs of individual people.
Assessments include a focus on: client training needs and
needs for supervision/assistance, staff training needs,
needs for specialized or adaptive equipment, recommended
type and frequency of service contacts, recommended
staffing, and needs/recommendations for special services.

Plans are developed for individual people, but cost centers
become the home; aspects of contracting process (e.g., 95%
occupancy rate) based on group as opposed to individuals.
Greater availability for people with severe physical
disabilities as opposed to severe intellectual limitatiens;
person must be able to live in the community without
"continuous supervision" as opposed to supports.

Teanm recommendations tend to lean toward oversupervision
initially.

A variety of implementation issues, including assisting
state personnel and private providers to change to a new
approach.

Initial lack of a mechanism for a participant to change to a
new provider during the contract period if so desired.

No provision for the person hiring their own attendant; all
staff are hired by the provider.

Little emphasis on building on natural supports in the
community.

*Based on site visit in fall 1987 and review of statewide guidelines
for the supported independence program.
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FIGURE IVc.

Wisconsin Community Integration Program
Home and Community Based Medicaid Waiver#*

Highlights

1. The individual assessment process is a particular strength.
"The purpose of the assessment is to gather current, valid
information about each specific person and his/her community
environment in order to determine what service, supports, or
other environmental modifications would be necessary to
enable a person to live and participate in the community -
with as much dignity and value as possible." Areas such as
informal supports, personal preferences and social
participation are included.

2. There is an average amount of funds available for each
person using the medicaid waiver; counties can fund some
people at higher or lower amounts as long as the averadge is
maintained.

3. Individual service plan includes different service
categories, unit cost and frequency; some selected examples -
of service categories include personal emergency response
system (CIP 1I), communication aids (CIP II), housing
modifications (CIP IA, IB and II), adaptive equipment (CIP
II), and supportive home care (CIP IA, IB, II).

4. Possible for counties to combine various funding streams to
support people in the same home.

5. It is possible for a person to live in a home they own or
rent and still receive supports.

6. Plans and service costs are tied to individual people; if a

person moves, their funds follew them.

Issues

1. Servic2 categories still include facility based services
such as group homes, but limit of four people in a home
unless a waiver granted.

2. Slow process of working with ccunties to change to a mere
individualized approach to supporting people in the
community.

3. While people with severe disabilities have been served in

the community through the waiver, initially there were some
limitations based on the average amcunt of money available.

4. There does not seem to be an easy mechanism to change the
supports a person is receiving in a timely way or for the
person to change their provider.

*Tnformation based on site visit in 1986 and review of most recent
Medicaid waiver application.
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FIGURE 1Ivd,.

North Dakota Home and Community Based Medicaid Waiver*

Highlights

1. Service costs paid for through the Medicaid waiver include
habilitation (training the person in particular areas of
daily living) and personal care services (assisting or
maintaining the person receiving services); costs include
direct care staff salaries, transportation and consulting
sexrvices as well as indirect costs.

2. Individualized rates are established for each person;
contract is for each person.
3. staffing can include a variety of options including live-in

staff in the person's apartment/home, direct care support
hours to maintain the placement, paid neighbors, and paid

companions.

4. Service intensities (for staffing) can vary from relatively
minimal to 24 hour shift staff.

5. The budget is developed concurrently with the
interdisciplinary team process.

Issues

1. Seems to be set up as part of a continuum of services,

although eligibility criteria state that people can move
directly from Grafton (the state institution).

2. Agreements are with one provider to give all suppeorts: no
mechanism appears to be set up for change during the
contract period.

3. North Dakota plans to make major changes in its waiver based
on its experience.

4. Case management is internal to the provider agency.

5. All direct care staff must be employees of the contracting

providership: no option for the person with a disability to
employ; all relationships defined as employer-employee
relationships.

*Information based on review of written material; site visit te take
place fall 1988.

FINDING 12. The community training home funding mechanism has
the potential to increase the individualization and flexibility of

residential services operated by private providers.

As part of an administrative and fiscal restructuring of the
community training home (family care) program, which historically

has been a state operated program, DMR has authorized the
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reimburs ‘ment of private providers to manage community training
homes. DMR's five year plan has a goal to fund at least ten private
providers to manage "clusters" of community training homes by 1989.

Under the revised rate structure for community training homes,
DMR has increased significantly the amount and flexibility of funds
for community training homes. According to the new structure,
community training homes are reimbursed according to three separate
rates, including both a basic DIM rate and a DMR supplement: less
than 24 hour supervision ($24.55 per diem):; 24 hour supervision
($31.15 per diem):; and ongoing comprehensive support ($39.27 per
diem). The funding structure also provides for individualized
adjustments to pay a special support rate for additional services
and for an allotment for respite or relief for each community
training home.

The private operation of the community training home program has
the potential to expand the housing and support options used by
private providers to support people in the community and, hence, to
enhance the flexibility and individualization of private sector
residential services. As noted above, the private community living
arrangement program has been limited to agency operated facilities
staffed by agency employees. Through the community training home
program, private providers can expand housing options to include
"existing homes or households," and possibly "shared homes," and
support options to include "paid roommates," including families (see
FIGURE III above).

In the phone interviews, we identified two private providers who
were operating community training homes. O©Of the remaining 11

69



providers, six indicated that they had no plans to become involved
in the program, while five stated that they were open to the
program, depending upon the funding and administrative requirements
of DMR. Of the two providers operating community training homes,
cne reported that the agency had been unsuccessful in finding
families for people with severe disabilities and currently was
placing more independent people. The other provider operated a
"professional parent! program and had placed one young boy with
difficult behavior and planned to place nine additional children,
some of whom have severe disabilities. Since the provider had
received many more referrals than anticipated, he expected that the
program would grow beyond the ten children originally planned.

As the name suggests, the "professional parent' program operated
by this provider was designed to recruit highly skilled and trained
foster parents for children with mental retardation and especially
those with severe disabilities. According to the provider, an
assessment device is used to determine the stipend provided to
parents, with a minimum set at $20,000 per year. The assessment
device assigns points based on the the needs ¢f the child (for
example, functional level, medical or behavioral problems) and
skills and experience cof the parents (for example, college
degrees). Based on the children'and parents identified to date, the
stipend averages $27,000 to $32,000 per year, although the provider
anticipates that the rate may 2xceed $40,000 per year ir the
future. The provider is alsc funded for adninistrative costs,
program supplies, staff travel, and other costs. Homes are licensed

by DMR.



As reported by the operator of the "professional parent"
program, one cf the major problems of the program was dealing with
natural, or birth, parents: '"Parents sometimes have second thoughts
and feel guilt. The agency gets caught in the middle.'" Since a
private provider operating a community training home program may not

be in the best position to work with parents in deciding the future
of their children, it is critical that DMR regional staff help
negotiate between the natural parents, foster parents, and providers
operating community training home programs. As recommended in our
evaluation of DMR's community training home program, DMR should
develop policies and guidelines on "permanency planning."

While a "professional parent" model represents only one of the
possible ways in which a private community training home program
might operate, this program illustrates how the community training
home program can be used to introduce flexibility into private
sector residential services. The private community training home
program enables the provider to break out of a facility-based
approach. Whether or not professionalization of the parental role
is appropriate, this provider is attempting to design the program
around the needs of individuals. The provider is funded through an

individually negotiated rate that includes both stipends to parents

and agency costs. In our review of the funding of private
providers, this is the closest we have seen to a truly
individualized rate~setting structure. The cost center is not a
facility, but rather the individual.

In view of the fact that the private community training home
program is a new initiative, regional staff and private providers
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may not be aware of ways in which the program can ke used to fund
innovative alternatives to private community living arrangements (as
cpposed to being a "foster care program"). In addition, as a new
initiative, the program has not been conceptualized fully. It is
unclear what the limits of the program are today. For example, can
the program be used to fund "paild roommates" in homes jointly owned
or rented or to pay for an attendant or a "paid neighbor" to support
a person in his or her own home? To realize the full potential of
the program, DMR will need to provide clear guidelines on the
administration and funding ¢f the program and how it can be used to
develop individualized community supports.

FINDING 13. The definition of community living arrangements in

terms of three categories, "Assisted,'" "Supervised, and 'Oncoing

Ccmprehensive Support,'" is likely to be interpreted in a manner that

undermines DMR's intent.

DMR has undertaken a major restructuring of rate-setting and
licensure regulaticns for private community living arrangements. As
part of this restructuring, DMR has defined community living
arrangements in terms of three level of service catzgories,
"assisted, " "Supervised," and "Ongocing Comprehensive." Earlier in
this report, we discussed the fact that at the time of the review
DMR Central Office and regional office officials did not share a
common understanding of the meaning of these three levels of
service. Some regional officials viewed the three levels as
unrelated to rate-setting; some regional officials viewed them as
"caps"; and some regional officials viewed them as "guidelines" or
"artificial caps." Pcivate providers either have not heard about
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these three categories or are unclear about what they will mean for
their funding.

When operationalized in the context of a "facility-based"
residential system, the definition of community living arrangements
in terms of these three categories is likely to perpetuate a
“"continuum" approach and undermine DMR's intent to move towards a
more individualized community service systems. By a "continuum®
approach, we nmean not only a "transitional'" or "readiness" model,
but also a model that defines services as "program boxes" into which
people must fit. During site visits and phone interviews, a number
of regional staff and private providers described private and state
operated community living arrangements in terms of preparing people
to move to more independent and less restrictive environments. Even
stronger, however, was a tendency to confuse service needs with
facility types; in other words, the assumption that a person's
disabilities should determine the kind of facility in which the
person will live. The danger is that the levels of "Assisted,"
"Supervised," and "Ongoing Comprehensive Support" will be
operationalized not in terms of services, but in terms of types of
facilities. As described in the Community Living Arrangement
Guidelines for DMR programs, "Assisted," '"Supervised," and "Ongoing
Comprehensive" refer to types of CLAs, each with a medel staffing
pattern. (Note that the use of these levels of service in the
community training home program has less of a tendency to become
rigid, since community training homes are homes and not facilities.)

As we understand it, the intent of the three levels of Assisted,
Supervised, and Ongoing Comprehensive is to relate needs to
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support. The basic distinction is between Assisted and Supervised.
Assisted applies to people who do not require overnight supervision:
Supervised applies to those who reguire 24-hour supervision:
Ongoing Comprehensive applies to those who require 24-hour
supervision and something more. Yet the distinction between who
‘does and does not need round-the-clock support is not as simple and
straight-forward as it might seemn.

In the first place, as discussed earlier, the current community
residential system is geared toward over-protection. Many regional
staff and private providers, althcugh certainly neot all, have
attempted to create "risk-free" environments for people with mental
retardation, places in which people are protected from the ordinary
risks of living. The reasons cited for overnight, and often awake
night, supervision of people range from serious behavior problems to
poor judgment to a lack of independent living skills: might bring
home bad friends, might drink, might smoke in bed, cannot cook,
cannot use the phone, does not have community mobility skills.

In the second place, acknowledging that many people with mental
retardation will require support or supervision, the distinction
between Assisted, Supervised, and Ongoing Comprehensive support
detracts attention from the strategies that can be used to support
people. 1In other words, the distinction directs attention to the
question, "Do people require 24-hour supervision eor don't they?" As
such, the question will be answered in terms of & checklist of
skills or characteristics. Since many people will not have the
requisite independent living skills, 24-hour supervision will be
provided. A more important question is: "What strategies can be
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used to provide support as unobtrusively as possible?" For people
who might fall under the category of "Supervised," the range of
support strategies includes live-in staff, awake night staff, on-
call staff, intercom systems, life-call systems to emergency
services, speed dialing telephones, paid neighbors, paid roommates,
and others. Whether a person will require 24-hour staff supervision
will depend not only on the skills and characteristics of the

person, but on what alternative strategies are available.



RECOMMENDATIONS

In this section of the rep»rt, wc present our recommendations
for private community living arrangements in Connecticut based on
ocur study findings. Since many of our recommendations cut across
the three study questions--the costs of the most expensive private
community living arrangements, the level of supervision provided in
private community living arrangements, and the flexibility and
individualization of the private community living arrangement
progran, we do not present these recommendations according to the
organization of the findings.

RECOMMENDATION 1. DMR should continue to direct resources to

community living arrangements to correct its historical bias in

favor of institutions.

Like other states, Connecticut's public spending for mental
retardation and developmental disabilities services has been marked
by a distinct institutional bias. The vast majority of resources
have been directed toward the state training schoels and regional
centers, rather than to home and community-based services. The
average costs of the institutions have been significantly higher
than the average costs of community programs.

As a matter of policy, we recommend that Connecticut make the
same level of resources available to support individuals in
community programs as it does in institutions. In many cases, the
average costs of community pregrams will be lower than institutions,
while in some cases they will exceed the average costs of
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institutions. Available data indicates that the average costs of
even the most expensive private community living arrangements are in
line with the average costs of institutions.

It should be recognized that the average costs of community
living arrangements are to be expected to vary widely. Community
living arrangements for some people will cost significantly more
than for others. A narrow focus on the costs of the most expensive
programs will present a misleading picture of the funding of
community living arrangements.

RECOMMENDATION 2. DMR should continue to strengthen the role of

the regional offices in negotiating budgets with private providers.

Under the level of Care system, rate-setting for private
providers was highly centralized. State regulations set rate '"caps"
for each of five levels. 1n order to exceed the cap, a waiver was
required by the Commissioner of the Department of Income Maintenance
upon the written request and justification of the Commissioner of
Mental Retardation. As concluded in this study, the Level of Care
system was inflexible and rigid.

DMR's new rate-setting system calls for the regions to assume
increased responsibility for negotiating rates with private
providers operating community living arrangements. Within available
resources based on regional allocations, the regions will be
responsible for negotiating individual rates with service
providers. DMR will oe able to control costs through the regional
allocation rather than an arbitrary rate cap.

Based on our meetings and interviews with regional office
officials and staff, we believe that the regions are capable of
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negotiating reasonable rates with private providers given the
current design of community living arrangements. Since the new rate--
setting system is new and licensure regulations are under xevision
and in view of the findings of this study, we believe that DMR
should continue to provide further clarification and guidance to the

regions to assist them in rate negotiation.

RECOMMENDATION 2A. DMR should clarify that the categories of

Assisted, Supervised, and Ongoing Comprehensive Support are not caps

or guidelines.

Considerable confusion surrounds the relationship between the
three categories of service and the rate-setting system, with at
some regional officials believing that the categories represent
"guidelines" oy "artificial caps." 1In view of the fact that Central
Office envisions a limited relationship between the categories and

rates, this should be stated explicitly.

RECOMMENDATION 2B. DMR should clarify that private providers

will be able to shift resources among cost categories,

While the ACOR indicates that the community living arrangement
is the cost center, recent information provided by DMR indicates
that private providers will have the flexibility to shift resources
among cost centers or, in other words, from one community living
arrangement to another after the rate has been negotiated. DMR |
should clarify this in writing to regional offices and providers.

RECOMMENDATION 2C. DMR should strengthen the capacity of

reqional staff to negotiate with private providers regarding

staffing costs.

Since direct staffing represents the major cost of private
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community living arrangements (and accounts for 75.1% of the cost
differential between "overcap" and "non-overcap" programs), budget
negotiations with private providers should focus on staffing costs.
our review of private facilities points to two areas that warrant
special scrutiny: first, the cost of shift and especially awake
night staff; and second, the cost of professionals providing direct
care.

The revisions in the licensure regulations eliminating the rigid
staffing racios under the Level of Care system will provide an
opportunity to review the staffing of private community living
arrangements. Private providers should be encouraged tc substitute
live~in staff for shift staff and asleep staff for awake night staff
unless specific justifications are provided. Similarly, private
providers should justify the use of professionals as opposed to
trained for a professionals to provide direct services. A decision-
making framework for determining supervision is presented under
RECOMMENDATION 6. The "residential client needs assessment'
referenced in the draft rate-setting regulations for private
community living arrangements might be used to address these issues.

while a minor cost compared to staffing, DMR might also
encourage the regional offices to undertake a review of the
transportation costs of private community living arrangements. As a
routine matter, each private community living arrangement apparently
purchases or leases its own vehicle. This may be necessary for many
programs, but alternatives such as the shared use of vehicles or the
use of public transportation shculd be explered kefore the

acquisition of a vehicle for an individual facility.
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RECOMMENDATION 3. DMR should continue to encourage the

development of smaller settings.

One~-, two~-, and three-person settings offer a greater potential
for individualization than larger settings. The costs of smaller
facilities appear to be higher than larger ones; however, factors
other than size may account for the cost differential. No
definitive conclusion concerning the relationship of cost and size
of setting can be reached without an examination of factors such as
severity of disability of people served and staffing patterns.

While we recommend that DMR continue to encourage and fund the
development of smaller facilities, we are also recommending that DMR
suppert the development of "nonfacility-based" services, which, in
many cases, will be less expensive than shift-staffed facilities.

RECOMMENDATION 4. DMR should abandon the definition of

community living arrangements in terms of the categories of

Assisted, Supervised, and Ongoing Comprehensive Support.

At the same time that DMR is attempting to move away from an
inflexible level of care system, the definition of community living
arrangements in terms of Assisted, Supervised, and Ongoing
Comprehensive Support threatens to undermine DMR's intent. It is
likely that these categories will be interpreted as a continuum of
community living arrangements. Since the new rate-setting system
and draft licensure regulations do not use these categories, and

appropriately so, the utility of this distinction is unclear.

RECOMMENDATION 5. DMR suould work with the Connecticut

Department of Labor to revise Connecticut labor laws that may

contribute to unnecessary program costs and reduce flexibility.
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The Connecticut labor laws are more restrictive than federal
wage and hour standards, particularly regarding issues such as live-
in staff. It is critical that the Department of Mental Retardatien
work with the Connecticut Department of Labor to examine this issue.

RECOMMENDATION 6. DMR should provide guidelines to assist

regional offices, interdisciplinary teams, and private providers in

making decisions regarding the level of supervision provided in

private communityv living arrangements.

As a general rule, private community living arrangements are
geared toward over-supervision. First, in accord with the Level of
Care system and existing licensure regulations, awake night
supervision is provided in many community living arrangements in the
absence of justification. Second, there is a sizeable, though
unknown, number of pecople who, accerding to private providers, do
not require the level of supervision provided in their community
living arrangements. Third, additional people who appear to be
relatively independent (for example, travel alone in the community)
are living in facilities that provide 24-hour supervision. At least
some community living arrangements appear to be over-protective
regarding overnight supervision. Fourth, under the existing private
community living arrangement program, providers have been limited in
their ability to employ alternative strategies, such as on-call
staff, for people who require a level of support between independent
living and on-site staff.

with a new rate-setting structure and licensure regulations,
regional offices and private providers will require guidelines for
making decisions regarding supervision. As noted under the
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findings, DMR cannot assume that changes in rate-setting and
licensure regulations eliminating levels of care and staffing ratios
will automatically result in changes in the level of supervision
actually provided in private community living arrangements. Under
the Level of Care system, the RET process assigned a level to a
person which in turn determined the supervision. An alternative
process will be required under the new rate-setting system and
licensure regulation.:.

The "Residential Client Needs Assessment” provides a potential

process for decision-making regarding supervision and support

needs. (Since we have not received a copy of this assessment, we
are unaware if it has been developed). The following are our
recommendations on how this assessment might be used to make
determinations.

First, the interdisciplinary team ("IDT") should complete this

assessment as part of the individual plan (OPS! for each person. In

contrast to the past when staff ratios and supervision were
determined separately from the OPS process, we believe that
decisions regarding supervision should be made in the context cof the

overall plan for an individual. Decisions should be made by

professionals, family members, and advocates who know the person, in
addition to the perscon him- or herself. While forms and rating
instruments may aid decision-making, there is no substitute for the
reasoned judgments of people who have personal knowledge of the
person.

Second, as implied above, the "Residential Client Needs

Assessment" should start with an assessment of each individual. As
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described in draft regulations, the "Residential Client Needs
Assessment" presents a "composite assessment' based on the community
living arrangement. This may present a misleading picture of the
range of needs of people within a community living arrangement. The
staffing of a community living arrangement, as a group facility,
will necessarily be based on composite needs. Hhowever, prior to
‘assigning staff to a community living arrangement, the individual
needs of people living within a facility should be identified.

Third, the assessment should differentiate between supervision

needs and other needs for staff support. A basic flaw of the RET

process was that it used criteria unrelated to supervision needs to
determine level of supervision. A person was rated on such
characteristics as eating skills, dressing skills, food preparatien,
laundry/housekeeping, and money management. While a lack of skills
in these areas may point to needs for staff support during the
course of the day, this is not necessarily related to needs for -
supervision especially during the night. For example, a person may
not be able to cook, but be perfectly capable of living safely in
his or her own home. One region's manual for state supervised
apartments also describes entrance criteria (e.g., travel
independently in the community; cooking) unrelated tc supervision.
The assessment should be directed to two questions: (1) Is the
person capable of living safely in a home, with accommodations? and
(2) Does the person require support and assistance in daily living
skills? Since at least some regicnes have developed extensive skill
inventories to answer the second question, we focus our attention on

the first gquestion.

83



FIGURE V.

SAMPLE DECISION-MAKING FRAMEWORK FOR DETERMINING
SUPERVISION AND SUPPORT

ONE
The person reguires medical YES~-Provide awake night support.
care/intervention during the Collect data and review
night. on regular basis.
or
The person evidences behavior NO~-Proceed to Step Two.

at night which if not
immediately attended to would
result in injury or harm to the
person or others

TWO
The person is unable to recognize VES-Provide on-site nighttime
emergency situation or hazards. support (staff or paid
roommate). Collect data
and review on a regular
basis.
or
The person evidences behavior at NO-Proceed to Step Three.
night which if not attended to
within reasonable period of time
would result in injury or harm to
the person cor others.
THREE
The person is unable to evacuate YES~-Determine suppeort strategv:
residence on his or her own. (1) on-site nighttime
support (staff or paid
roommates)

(2) on-call staff (nearby)
(3) paid neighbor:

(4) emergency communicatio
systemn.

Review on a regular basis.

NO-No nighttime support

required. On-call
support available.
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FIGURE V contains a sample decision-making framework for
determining the level of supervision required by a person. The
framework is oriented towards nighttime suvpport, but could be used
to make decisions regarding support required during the day. Note
that this framework is not intended to be exhaustive (there may be
other considerations), but simply illustrative.

This framework contains a three step review process. Step cone
is to decide whether the person has a medical condition that
requires nighttime intervention or has a behavior occurring at night
that if not attended to immediately would result in injury to the
person or another; if yes, provide awake night supervision; if no,
proceed to Step two. Step two is to decide whether the person is
unable to recognize emergency situations or hazards or has a
behavior occurring at night that if not attended to within a
reasonable period of time would result in injury to the person or
another; 1f yes, arrange for on-site nighttime support; if no,
proceed to Step three. Step three is to decide if the person is
unable to evacuate a residence on his or her own; if yes, determine
support strategy, including on-site nighttime support or on-call,
nearby staff or paid neighbor with emergency communication device:
if no, no nighttime support is required, on-call support available,

Fourth, for a community facility, a composite needs assessment

can be developed based on individual assessments, to determine the

level of supervision required in a community living arrangement. A

composite will necessarily determine supervision based on the person
in a community living arrangement with the most intensive needs.
For example, at a community living arrangement in which half the
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people require awake night support and the other half do not, it
would be meaningless to compute an averade need ("half-asleep

staff").

Fifth, through a comparison of individual assessments and the

composite assessments for a community living arrangement, people

living at community living arrangements providing more supervision

than they require can be identified. Recognizing that people may

choose to continue to live at settings that provide more supervision
than they require, a 7etermination should be made whether
alternative living arrangements should be pursued.

RECOMMENDATION 7. DMR should undertake a thorough review of

statutes and current and draft rate-setting and licensure

requlations for private community living arrangements and the

community training home program to determine if thevy vermit private

providers to offer indiviidualized services for people with mental

retardaiLion.

By its design, the private community living arrangement program
has been an inflexible program. A private community living
arrangement has been an agency operated and staffed, licensed
facility.

with the changes in rate-setting and licensure regulations and
with tne funding of private community training home preograms, DMR
has the vpportunity to enhance the flexibility and individualization
residential services operated by the private sector. Under the
findings of this study, we contrasted '"facility-based" and
"nonfacility-based" or "individualized" approaches to supporting
pecple with mental retardation in the community. Based on our
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understanding of funding and rate-setting regulations, we are not
clear wvhether the changes DMR is contemplating will provide
sufficient flexibility to enable private providers to offer
individualized services. If interpreted narrowly, the regulations
would appear to preclude many options. However, if interpreted
broadly, they might permit private agencies to pursue a range of
inncvative strategies for supporting people with mental
retardation. DMR is in the best position to iinterpret its
regulations and to work closely with the Office of Policy and
Management and the legislature, if changes are necessary in the
statutes.

An individualized approach requires a separaticn of housing and
support, with a range of both housing and support options. The

following are some of the fiscal, statutory and licensure issues

that require clarification in regard to housing and support coptions.

Housing Options
Oown _home. Private community living arrangements have been
equated with licensed facilities owned or rented by the
provider. The draft rate-setting regulations define community
living arrangements and community training homes as licensed
residences. According to DMR, this is based on current
statutory language that prohibits funding of private providers
for residential services offered outside of licensed community
living arrangements or community training homes. In contrast,
DMR currently supports people in their own homes through the
state supervised apartment program. This flexibility must also
be available to the private providers. while the housing
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subsidy has been used in conjunction with state supervised
apartments, nothing in the housing subsidy regulations would
appear to prevent people supported by other providers from
Teceiving the housing subsidy.

Parent's or quardian's home. Note that this applies to a home
rented or owned by the parent or guardian, but in which the
parent or guardian does not reside. Can providers provide
residentinl services in unlicensed homes owned or rented by a
parent 2 guardian and funded through individual or family
resources?

Shared home. ¢an a home jeintly owried or rented by a person

with mental retardation and another person be licensed as a
community training home or a community living arrangement (in
New York, supportive apartments rented by a person with
developmental disabilities can be licensed)?

Existing home and household. Clearly, an existing home can be

licensed as a community training home.

Cooperative. Can a private provider be funded to offer

residential services to a person living in an unlicensed
cooperative if jointly owned by a person with mental retardation
or their guardian?

Corpcration owned or rented. A private community living

arrangement has often been a corporation owned or rented
facility with staff employed by the same corporation. Nothing
appears to prevent a private provider from offering residential
services to a person living in a2 home owned or leased by another

agency (e.¢., parent association).



Support Options

DMR's draft rate~setting

and licensure regulations would appear to permit a broad range
of agency staffing options for at least licensed facilities.
Can agency staff support people in unlicensed settings?

0 ates anjons. Pald roommates or companions
could be funded under the community training home program.

Paid neighbor. Can a paid neighbor living in a nearby house or

apartment be funded under the community training home program or

through a private provider's budget?

Attendant. Under the community training home and community

living arrangement programs, can funding be provided to pay for

attendants employed by a person with disabilities?

As this discussion suggests, the major gquestions regarding the
flexibility of the private community living arrangements and
community training home programs are: (1) Can private providers be
funded to provide residential services to people living in
unlicensed homes? and (2) Can funding allocated to providers be used
to pay for paid neighbors or attendants employed by people with
developmental disabilities?

RECOMMENDATION 7A. Based on this review, DMR should pursue

i on by statute and/or regulations to provide an ar:ay of
support services in a variety of housing options (e.g., in a

on's o o) eased home).

If DMR interprets the state statutes and regulations to permit a
range of housing and support options, then it should communicate
this intexpretation to regional offices and private providers. 1If,
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on the other hand, DMR concludes that the statutes and regulations

will preclude unlicensed housing or an array of support optiens, it
should work cooperatively with the C0ffice of Policy Management and

the legislature to revise the statutes and/or regulations.

We are recommending that DMR incorporate an individualized
approach within the framework of existing private sector programs.
An alternative is to develop a new funding mechanism to support
nonfacility-based, individualized supports. While it is generally
easier to develop a new progranm than to reform and revise an old
one, our experience is that "supervised" or "supportive" living
programs tend to be interpreted as another step in the continuum of
residential services and implemented in a way that excludes people
with severe disabilities. Rather than to propose the creation of a
new "progran," we recommend increasing the flexibility of the
existing framework to include individualized as well as facility-
based services.

RECOMMENDATION 8. DMR should develop guidelines for

individualized supports for people with mental retardation.

Especially since private providers have ope.a.ed within the
confines of a rigidly da:fined community living arrangement program
in the past, DMR should develop guidelines to assist providers to
offer individualized services. As DMR has done to address other
issues, one way to develop guldelines is to convene a statewide work
group. We recommend that the work group be composed of DMR Central
Office officials, regicnal office officials, private providers, and
parent and consumer representatives. 1In view of its experience in
housing, the Corporation for Independent Living might also be
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invited to participate in this woerk group.
The following are some of the major issues that might be
addressed in the guidelines,

The relatjonship of individual planning to funding. Under the

current and proposed rate-setting systems, funding is not directly

connected to individual planning. An individualized approach will
require a close relationship. The "cost center'" should be the
individual, not a facility or agency. Steps in individualized rate-
setting might include: (1) individual needs assessment; (2)
individual plan (OPS):; (3) determination of housing costs (alsoc see
the discussion below), direct support costs, additional staffing
costs (e.g., coordination, relief, assistance in attendant
management, recruitment of paid roommates or attendants), agency
costs; (4) review of costs in light of available resources; (5)
individual rate. (wWhile we are proposing a process along these
lines for individualized services, we are not necessarily
recommending the same process for facility-based community living
arrangements.) As is currently the case, regions will be regquired
to negotiate costs of services within the resource limitations of
regional allocations.

The payment of housing costs and other household expenses. As

noted under the findings, the housing subsidy program is an

innovative state nechanism to assist people to live in their own
homes. The housing subsidy should be available to people supported
by private providers. As indicated in DMR's guidelines for state
community living arrangements, the consideration of the housing
subsidy as income by DIM should be resolved on a policy level. 1In
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addition to assistance in meeting housing costs, some people will
require financial assistance to pay for furniture, phone systems'and -
communications devices, furnishings, and household expenses. People )
should have the opportunity to own their furniture and household
goods. A grant or loan program might be established to assist
people in meefing these expenses.

The expansion of housing options. Listed under the housing

options we have identified are cooperatives and housing owned or
rented by a corporation on behalf of an individual. The use of
these options may require creative financing approaches and legal
assistance. While the Corporation for Independent Living (CIL) has
focused on the construction and renovation of facilities for people
with mental retardation, it might be called upon to play a new role
in assisting DMR and private agencies in exploring new housing
options. 1In addition, recognizing that accessibility standards for
individual homes must vary from those for facilities, CIL might
provide consultation on making cost-effective renovations to
existing housing and financing adaptations.

The provision of flexible supports. Since private providers

have relied exclusively on agency staff and increasingly shift

staff, they will require guidance on providing flexible and
individualized supports to people through live-in and on-call staff,
paid roommates, neighborhood support workers, and attendants. The

Options manual, Belonginag to the Community (Johnson, 1986), is an

excellent resource on flexible supports for people with
disabilities.

Licensing and quality assurance. Supporting pecple in a range
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of housing options, including their own homes, raises serious
questions for licensing and quality assurance. While agency
operated facilities and existing homes (community training homes)
should be licensed, it is restrictive and intrusive to require
pecple to live in licensed facilities as a condition of receiving
services. Yet at the same time, it is reasonable to expect miniral
safequards to be in place. DMR might consider licensing agencies or
support personnel as opposed to settings for providers that support
people in their own homes and require agencies to conduct reviews of
the quality of life of the people they support. Options has
developed a thorough quality of life review for the people it
supports in the community (see Johnson, 1986).

RECOMMENDATION 9. DMR shou ol incentives for private

providers to develop individualized community supports.

As with any new appreoach, the development of individualized

supports may require major efforts on the part of existing
providers. In order to encourage providers to develop new supports
or convert existing services, DMR might fund modest ($5,000 to
10,000) planning and development grants for providers. These grants
might be used to fund visits to agencies in other parts of the
country, to train staff, or to obtain consultaticn.

In the findings of this report, we described what is referred to
as the problem of "backfilling," replacing a person in a community
living arrangement with a person with more severe disabilities. 1In
view of the number of people in private community living
arrangements receiving more supervision than they require, DMR might
encourage providers to continue to provide services to people who
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move from community living arrangements to other housing options by
offering to maintain the current rate for those people and
increasing the rate to accept others.

RECOMMENDATION 10. DMR should consider disseminating regular

policy memoranda to reaional offices and private providers,
particularly regarding new initiatives.

Throughout this report, we indicatad that there is often a gap
in what DMR intends and how regional offices and private providers
interpret those intentions. As one moves from Central Office to the
regional offices to providers, interpretations of policies and
regulations can vary dramatically. One example is the relationship
of the three categories, Assisted, Supervised, and Ongoing
Comprehensive, and rate-setting.

DMR might consider preparing brief policy memoranda or fact
sheets explaining new initiatives or confirming previous
interpretations. These policy memoranda would be less formal than
regulations, but more formal than newsletter articles. Especially
as DMR proceeds with new initiatives, it will be critical for
regional offices and private providers to share the same
understandings of Central Office. While the Commissioner's public
forums with providers have helped open communication channels with
"the field," it is also important for explanations and
interpretations of DMR policies to be communicated simply and
straight-forwardly in writing to regional otffices and providers

alike.
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CONCLUSION

As indicated in the Introduction of this report, this study was
directed toward three broad questions concerning private community
_ living arrangements funded by the Connecticut Department cf Mental
Retardation. Each question is complex and defies a simple or
simplistic appreoach. In concluding this report, however, let us
briefly summarize the answers that it has takenathis entire report
to present.

First, are the costs of the most expensive private community
living arrangements justifiable? Given the constraints of the rate-
setting system and licensure regulations that have been in place up
until now and given the comparative costs of institutionalization in
Connect.icut, our judgment is that the costs of these programs are
justifiable.

Second, do people living in private community living
arrangements receive more or less supervision than they reguire?
Based on our review, we have concluded that the current system of
private community living arrangements is oriented toward providing
more supervision than pPeople require and that many people are in
fact "over-supervised."”

Third, does the design of privately operated community living
arrangements provide for sufficient flexibility to meet the needs of
pecple with mental retardation? oOur conclusion is that the private
community living arrangement program has lacked flexibility and
individualization. In view of changes in the system of private
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residential services proposed by DMR, we believe that an important
opportunity exists today for DMR, together with private providers,
to move toward a more flexible, individualized, and responsive
approach to supporting people with mental retardation in the

community.

96

102



REFERENCES

Ashbaugh, J. & Allard, M.A. (1984). Longitudinal study of the
court-ordered deinstitutionalization of Pennhurst residents:
Comparatjve analysis of the cost of residential, davy and other
programs within institutional and community settings. Boston,
Massachusetts: Human Services Research Institute.

Braddock, D., Hemp R., & Fujiura, G. (1986). Public expenditures

for mental retardation and developmental disabilities in the

United states. 1Illinois: University of Illinois at Chicago,
Institute for the Study of Developmental Disabilities.

Conroy, J.W. & Bradley, V.J. (1985). e Pennhurst longitudinal
study: A report of five vears of research and analysis.
Philadelphia: Temple University Developmental Disabilities
Center. Boston: Human Services Research Institute.

Conroy, J.W., Feinstein, C.S., & lLemanowicz, J.A. (1988). Results
of the lonaitudinal study of CARC V. Thorne class members. Fast
Hartford, Connecticut: The Connecticut Applied Research Project
Report, No. 7.

Johnson, T.Z. (1985). Belonging to the community. Madison,
Wisconsin: Options in community Living and the Wisconsin
Council on Developmental Disabilities.

Johnson, T. & O'Brier J. (1987). carrving options stcry forward:
Final report of . _assessment of options in community living.

Lakin, K.C., Hill, B., & Bruininks, R.H. (Eds.) (1985). An
analysis of Medicajd's Intermediate Care Facilityvy for the

Mentally Retarded (ICF-MR) Program. Minneapolis: University of

Minnesota, Dept. of Educational Psychology.

O'Brien, J. & Lyle, C. (1986). Strengthening the system:
Improving Louisiana's community residential services for people

with developmental disabilities. Decatur, Ga.: Responsive

System Associates.

Taylor, Steven J. (1986). cCommunity living in three Wisconsin
counties. Syracuse, N.Y.: Center on Human Policy.

Taylor, steven J., Racino, J.A., Knoll, J., & Lutfiyya, 2. (1987).
The nonrestrictive environment: On community integration for
people with the most severe disabilities. Syracuse, N.Y.:
Human Policy Press.

Walker, Pamela M. & Salon, Rebecca. (1987). Site visit report:
Centennial Developmental Services, Inc., Weld County, Colorado.
Syracuse, N.Y.: Center on Human Policy.

97

103




APPENDIX I

104



Methodology

The evaluation was specifically designed to address the study
questions developed by the Connecticut Department of Mental
Retardation. The design has both "qualitative" and "quantitative"
"components and is primarily "formative" in nature.

By "formative," we mean that we were interested in er2uining how
the system currently works and to explore ways in which it could be
strengthened. In particular, we focused on the issues of costs,
supervision and flexibility of the privately operated community
living arrangements.

By "qualitative," we mean we attempted to learn about the
operation of the private community living arrangements from the
various perspectives of DMR staff, private service providers, and
others. All interviews were conducted based on open ended gquides,
rather than structured instruments or rating scales.

By "quantitative," we mean that we examined and analyzed fiscal
and statistical information provided by the Connecticut Department
of Mental Retardation, private providers, and information from other
states.

The evaluation included a review of documents, visits to private
and state operated community living arrangements, on-site
interviews, fiscal analyses and phone interviews, as described
below:

1. Review of Connecticut documents. As part of the evaluation, we
reviewed a wide range of documents, including current and proposed

DIM and DMR regulation, DMR fiscal and statistical information on
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community living arrangements, DMR five year plan, DMR residential
services manual, OMR Community Living Arrangements: Interim
Guidelines, DMR subsidy information such as the draft regulations,
memoranda between DMR central office and the regions, ACOR
operational manual, information on the community training home
'program, relevant correspondence from the Mansfield case monitors,
written information provided by several regional staff and private
providers such as guidelines for assisted programs, staffing
patterns, and program information, information of the Corporation
for Independent Living, and information on the community training
home progranm.

2. o) N o) i ors. Each regional
director was contacted regarding a phone interview. Interviews were
conducted with four of the six regional directors by phone.

3. Phone interviews with private service providers. Seventeen
private service providers, representing all DMR regions and
organizational sizes, were randomly selected for interviews.
Thirteen interviews were completed by phone and two on-site. Two
people could not be reached.

4. VS t e owled eople

Connecticut. We conducted phone interviews with 5 additional people
identified as being knowledgeable about different aspects of the
study. These included a staff member of the Department of Income
Maintenance, three DMR staff, and a representative of the
Corporation for Independent Living.

5. HMeet ith DMR a i . We conducted

a half day session with this ongoing group to assist in identifying




the critical issues in the study based on their experiences in the
regions. Several members of the central office staff and other
regional staff were also in attendance.

6. On-site vis
arrangements. The evaluation included visits to community living

arrangements selected by DMR regional staff in four of the DMR
regions. Specifically, nine privately operated (eight - 24 hour
supervised homes; one - 24 hour supervised apartment site), three
subsidized (less than 24 hour supervision, state monitored)
apartments, and one community training home were visited.

7. -S c
providers. During the visits, an additional sixteen interviews were
conducted with DMR staff (including case managers, liaisons with
private sector, staff responsible for the community training homes,
regional management staff, and staff responsible for the state
community living arrangements), and eleven with private service
providers (including management staff and house managers).

8. Review of additional documents. We reviewed a number of
applicable documents from other states including selected home and
community-based medicaid waivers and residential program
information. We also reviewed information regarding economic

measures as they pertain to Connecticut.

Additional information applicable to this study was gathered through
phone interviews with selected officials in other states, primarily
to clarify written information and/or to obtain information on

specific issues, such as supervision.
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10. Fiscal comparisons and analyses. The study also included the

analysis of 29 overcap agency budgets of the 37 randomly selected
budgets provided by DMR; a compariscn of overcap and undercap
budgets for private community living arrangements; and a comparison
of overcap budgets to other facility budgets for pecople with mental
retardation.

In addition, the evaluation also draws on extensive information
gained through our ongoing study of community living arrangementé
nationally. These studies are conducted by the Center on Human
Policy's Research and Training Center on Community Integration,
sponsored by the National Institute on Disability and Rehabilitatien
Research.

We would particularly like to thank Barbara Pankosky of {i:
Connecticut Department of Mental Retardation for coordinating our
visits to the regions and for collecting relevant background
information. Thanks also to the many DMR staff, private providers,
and others who shared their perspectives with us, and to Betsy Root,
Cynthia Colavita, and Rachael Zubal for their work in preparing this

document.
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-Common issues in family care

by Steven Taylor and Julie Ann
Racino, Center on, Humen Policy
Syracuse University August 1987

uring the past two years, the

H ECenter.on Human Policy,
: through its Community Inte-
ration Project and Research and

Training Center on Community inte-

gration, has identified innovative

community programs nationally and
provided technical assistance on the
development of community servicesto
states and communities. This article
is based on the experience of the
Center on Human Policy with {oster or
family care for people with develop-
mental disabilities and examines
selected issues in foster care.

Selected issves in foster care

Many of the issues in family or fostor
care for people with developmental
disabilities are applicable not only to
a single program, service system or
state, but are conimon to all or most
family placement programs.

Lock of o mission statement for
foster core

The mission of foster care isunclear
in most states. As a result, regional,
state, county and private agency stafl
involved in foster care often do not
have sufficient guidance on the pur-
poses and potential roie of foster care
in the system of services for people
with developmenta) disabilities.
When should family placement as op-
posed to other living arrangements be
pursued? When is family placement
appropriate for adults? What should
the relationship be between foster
families and natural families for
children? What are reasonable expec-
tations for foster families? When the
mission of foster care is unclear, states
and agencies are likely*to turn to
foster care because it is'expedient and
relatively inexpensive as compared to
other kinds of community living ar-
rangements. However, this is often
dorie at the sacrifice of quality and ex-
poses people with developmental dis-
abilities to inappropriate placements.

Fosier core programs typically con-
fuse the needs of children ond
adulte. '

In most states, there is little distinc-

tion between family care for children .

and adults. While the foster care

“model” is an appropriate one for

children, only under certain circurn-

stsgu:es (e.g., due to an existing rela-
up, 8 stron i

. [MC P g personal need to live

IText Provided by ERIC

with a family or n lock of nny com-
munity ties) should an adult typical-
ly move into the home of an existing
family. The most innovative places,
nationally, recognize that adults often
will live with roommates or alone and
should have the option of having their
own or a shared home.

Lock of permanency planning for
children

In 1980, Congress passed the Adop-
tion Assistance and Child Welfare Act
(PL 96-272) that vequires state social
service agencies to periodically review
the status of children in foster care
with a view towards obtaining a per-
manent home for cach child through
family reunifications, adoption or per-
manent foster care. Since most mental
retardation and developmental dis-
ability agencies do not receive funds
under PL. 96-272, in many states no
provisions exist for permancncy plan-
ning for children in foster homes
operated under their auspices or
thirough their grants or contracts. As
a result, opportunities for reunifica-
tion with natural families and adop-
tion may not be pursued for children.
By contrast, some states, notably
Michigan, have developed permanen-
cy planning programs for all children
with mental retardation in out-of-

home care, including specialized foster

care.

Therelationship betweensocial ser-
vices and developmento! disabili-
ties foster care

Regarding children with develop-
menta. disabilities, one major policy
issue confronting state mental retar-
dation/developmental disabilities
department. ve otes Lo whether foster
care will be offered under their
augpices or that of the department of
social services, The arguments in
favor of foster care operated by social
services departmentsinclude: (1) this
is a generic approach to services and;
(2) social services departments are
more experienced with permanency
planning and adoption than most
mental retardation/developmental
disability agencies.

11y

The arguments ngainst the use of
socin] service departments for fosler
care for children - ;th developmental
disabilities include: (1) socinl services
departments may be limited to serv-
ing children who are abused, neg-
lected or abandoned; (2) social services
departments may lack the conmit.
ment to recruit homes for children
with developmental disabilities and,
(3) social services departments may
resist assuming responsibility for
children with developmental disabili-
ties, especially those currently living
in liomes or facilities funded by men-
tal retardation/developmental disabil-
ities departments.

While ideally children with develop.
mental disabilities whorequire foster
home placement would be served by
social service departments, this may
not be feasible Inother words, if the

" state mental retavdation/devetopmen.

tal disabilities agency does not play an
active role in foster care for children
with developmental disabilities, these
children may not have the oppoartuni-
ty to live with fuster familics.

Lock of odequate supports neces-
sary to insure success{ul placements
Foster families in muny states are
often ""out there on their own™ without
receiving even minimal supports.
Many familics hind no or limited ac
cess to respite. I'lexible supports
tailored to the needs of the individual
families were typically not available,
Evenin situations where a specinlized
foster core situation wns nrranped,
little support might be provided.

In addition, training in the area of
foster care is often not avasilable, or
when available, not usually tailored to
the specific needs of the families. The
training itself may not dilferentinte
between the needs of children and
adults living in foster homes, may not
include pertinent arcas such as com-
munity participation and may be
modeled after institutional training.
An individualized training approach
is seldom incorporated as a significant
part of the training.



Funding mechonisms

Many states have used foster care or
family placement because this is an
inexpeunsive form of service. A strong
case ean be mnde that foster or fumi-
ly placement is significantly less ex-
pensive than institutions, group
homes, supervised apartment pro-
grams and other residential services.
However, many states have made the
mistake ol allocating insufficient
resources to the operation of family
placement programs. Yet, “cheap is
expensive”” That is to say, to under-
fund family placement programsisto
increase overall system costs. For ex-
ample, if sufficient resources are not

available for fomily placement pro.
grams, people with severe disabilities
will be excluded {rom this option and
will be served in other settings at
significantly greater cost. -

Payments to foster families may
vary dramatically from region to
region, from county to county, within
regions or counties, and from private
agency to private agency, often within
the same state. Most states, in prac-
tice, do not seem to have a fair and
equitable rate structure for setting
payments to foster families. In addi-
tion, regions, counties and private
agencies may vary dramatically in
terms of the support services available
to foster homes.

Lack of o coordinated system of
foster care

Without a unified, coherent and
coordinated system of foster care,
many states are Jikely toexperience a
series of major problenis: (1) the poten.
tial of existing family homes for people
with developmental disabilities will
be underutilized; (2) people with
developmental disabilities who ueed
-or want to live in an existing home
will be denied the opportunity to do so;
(3) the quality of homes will be sub-
standard; (4) inequities may persist. in
the resources allocated across and
within regions and agencies; (5) the
foster care program will be driven by
expedience rather thag appropriate-
ness.

Recommendolions :

In order to address the issues raised
earlier in this article, the following
recommendations are made. t

Mission statemenis

It is importani that states develop
mission statements that clarify the
purposes of family placement and
yecognize the unique needs of children
and adults. ..

The following is a sample Missio
Statement based on meetings with

O fTicials and regional office stafl
: state

Somple mission statement

Among the community living ar-
rangements that should be available
to people with developmental disabili-
tiesis the opportunity tolive together
with other communily members in
existing homes in the community.
Toward this end, the state ufTice will
support opportunitics for children and
adults to live in typical homes and
families in the community.

For children with developmental
disabilities, the state office's efforts
will be directed towards supporting
opportunities for children to have o
permanent home and a stable rela-
tionship with one or more adults.
When children cannot live with their
natural families or adoptive families,
the state office will joinwithothersto
provide opportunities for children to
live with foster families. In fulfillinent
of this, the state ofTice will provide sup-
port services to children placed in
foster care through other agencies;
encourage permanency for children
placed in foster care; pursue inter-
agency agrecements to fucilitate the
placement of children with develop.
mental disabilities in foster care
through other agencies; and, when no
other options nie available, develop
and/or fund options to support chil-
dren in foster care.

TFor adults with developmental
disabilities, the state olffice’s cfforts
will be directed towards providing op-
portunities to enjuy closerelationslhips
with other people and toparticipate in
home and community life. When justi-
fied in terms of individual needs and
desires, the state office will join with
others to enable adults to live with
families or individuals in existing
community homes. In {ulfillment of
this the state ollice will develop nnd/or
support and fund private agencies to
recruit and support community mem-
bers to open their homes to people
with developmental disabilities.

Permanency planning .

We recommend that stntes adopt
permanency planning as the official
state policy for children with develop-
mental disabilitics. In line with per-
menency planning, each state should

eperiodically review the status of
children with developmental disabili-
tiesin foster family care and other out-
of-home placements with a view
towards insuring a permanent home
for each through family reunification,
adoption, and, if other options are not
possible, permanent {oster care. Note
that social servicesagenciesare man.
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dated to implement permanency plast
ning for all children in foster care
placed under their auspices. State
mental relardation/developmental
disnbilities offivey should insure that

children placed under their auspices

reccive the same benefits.

Relationships with deportments of

social services v

State mental retardation/develng.
mental disabilitics agencies should
encourage and provide support ser
vices and technical assistance to
departments of socinl services to
recruit and supervise fuster homes for
children with developmental disabili-
ties. As the first coursc of action in the
out-of-home placement of children,
state mental retardation/developmen:
tal disabilities departinents should
look to departments of social scrvices.
As a malter of policy, no other plnce:
ment should be considered uniess thiy
has Leen explored and rejected by the
department of social services. Support
and technical assistance may include:
an agreement to provide respite nnd
support services to foster families
licensed by the department of social
services: consultation on recruitment
strategics fur families; and practien]
assistance in individual recruitmeaent
efforts.

State mental retardation/develop.
mental disabilities apencies should
pursue formal interajency nyree.
ments with social services depnrt.
ments to expand foster care opportu-
nities for children with developmental
disabilitics. State mental retardu.
tion/developmental disabilities oilices
should operate foster carce under their
own auspices only when no other
foster care options are aviiluble

Poiicies on plocement of adulls in
foster core homes

Policies should proviue jyuidance for
the placement of adults in individun)
family homes. As a prencernl rule,
adults should have the oppurtunity to
live intheirown homes and placement
with anindividual or family in nnex-
isting community home should bhe
made only when this can be justified
on the basis of individuanl niceds and
preferences. Placement jruidelines
should address the situalions in which
the placement of adults in fumilics or
community homes is appropriate:
e the individual expresses a clear
choice to live with a family;
e the individual has a preexisting
relationship with an individual or
family and expressesa desite to Jive in
that home;
e the individual needs cnmpnnion.
ship and a close personnl relntionship
beyond that which is ordinarily pro.
vided by friends and acquaintances;



o the individual has experienced
Jong-term separation from the com-
munity and family members and is
not likely to form relationships with
community members otherwise.
Ininstances where adults are served
"in foster care, it is critical that families
are supported in viewing the person
with o disability as an adult. TYyaining
and supports should be tailored to pro-
moting the choices, participation and
competencies reflective of an adult.

Provision of individual fomily sup-

or! services

Policies should address the provision
of support services for families or in-
dividuals that accept people into their
homes. In order to insure the success
of placements, state offices should pro-
vide and/or should require agencies to
provide flexible family support ser-
vices based on the individual needs of
the family and’should allocate fund-
“ving for this purpose. Support services
might include in-home suppost, home
modifications, transportation, out-of-
home respite, adaptive equipment and
other supports and services.

Funding mechonisms

" The rate structure should be based
on the actual costc of operating an
efficient, effective and responsive
family placement program. The fund-
ing needs to take into account four
major types of costs associated with
family placement programs (in addi-
tion to medical, therapy and voca-
tional costs).

The first major type of cost is pay
ment o families or individuals. It is
recommended that state offices estab-
lish a rate structure based on: (1)
room, board and household costs; (2)
intensity of services and assistance re-

quired by the individual placed in the -

home The rate for room, board and
houseliold costs could be a standard
figure, corresponding to SSI. Therate
for services and assistance tould vary
sccording to the intensity of support
yequired by the individual. Note that
payment f{or services and assistance
would be Medicaid reimbursable.

Thisrate structure should be used to
determine overall budgets, rather
than the actual payment to individual
families. In other words, agencies
~ should be allowed the flexibility to set

payments to families based on Jocal
- needs and priorities.

Inregardtothe average rate for both
room, board and household costs antl
services and assistance, $1,000 per
month, or roughly §33 per day, is a
reasonable figure. With funding from
the state's Community Integration
program (Medicaid waiver), countics
in Wisconsin have successfully 1e-
cruited families for people with severe
disabilities at this level of payment.
Similarly, Michigan’s Macomb-
Oakland Regional Center rate struc.

ture is in this range.

The second type of cost is [or respife
and support seruvices provided Lo
families. Without adequate support
services, many placements, especially
for people with challenging needs, are
likely to fail. Support services should
be individualized and flexible enough
to accommodate the full range of
needs of families. In terms of budget.
ing for support services, agencies

* might be allocated a minimum of $100

per month for each individual placed,
with the flexibility to determine the
exact amount of funds for support ser-
vices for any particular family.

The third type of cost is “or a per
sonal allowance for individuals plac -
in families. Moust states and service
systems donot provide adequate fund.
ing for individuals’ personal expenses,
such asclothing, entertainment, gifty
and soon. As aresult, families may be
forced to pay for people's personal ox.

penses out of their own funds. Of

course, many people placed in homes
may be denied basic amenities. A
figure of $50 to $100 per month is a
minimum figure for a personnl
allowarnce. _ .

The fourth type of cost is for agerncy
operating éxpenscs and administira-
tion. Funding for agencies operating
programs should be suflicient tocover
the costs of recruitment, training, stafl
{training, recruitment and program
specialists and/or case mannagers),
general operating expenses and ngen.
cy administration.

Conclusion .
With increased interest in the foster

care “‘mode],’ it iscritical that stales
and sommunities begin to examine

their existing systems in light of our

current knowledge about community

living for people with severe disabili-

ties. This article, while not compre-
hensive, provides an initial step in
that examination. For more informa-
tion on “family care” and community
living for people with developmental
disabilities, please contact the Center
on Human Policy, Syracuse Universi-
ty, 724 Comstock Avenue, Syracuse,
NY 132444230 0rcall(315)423-3851.

This review wos preparved woith suppent
from the U 8. Depurtment of Educa-
tion, Office of Special Lducation and
Rehabilitative Services, National In-
Stitute on Disability and Rehabilita-
tion Neseareh wndeor Contract No
SUO-85:0076G, The: Connnity lntegera-
tion Project. aqivarded 1o the Center on
Human Policy, Division of Speciul
LEducation and Rehabilitaiion, School
of Education, Syrucuse University. The
opinions cxpressed hercin do not
necessarily reflect the position or the
p_olicy ofthe US Department of Educa-
tion end noofficial endorsement by the
Department of Education should be in-
ferred.
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Supporting adults with disabilities in individual- -

Rolicy :
This article is based on work on individu-
Jized supporis conducied by Steve Tnylor,
Julie Racino, Bonnie Shoultz, Pam
Walker, Zana Lulfiyya and Jim Knoll.

- During the past fcw years, the Center on

Human Policy has siudied a growing num-
ber of places throughout the country where
adults with disabilities are being supported
in individualized ways in the community.
When we {irst began our national scarch for
exemplary practices in community Jiving in
1985, we expecied to identify many good
examples of group home and apariment
living for adults with scvere disabilities.
We found that the most exemplary practices
represenied a new way of thinking about
providing supports to people with disabili-
ges. Unlike the wraditional approach of
establishing residential programs, which fit
people into the program and then individu-
alized within the context of the program,
these agencics were starling with the person
first and developing the supports and hous-
ing around the person. This article will
describe some of the key elements in this
new way of thinking about and developing
Supports for adulis.

Key elements in individualized supports
separation of housing and support com-
.ponents . |

Probably the most critical element in
thinking about and implementing individu-
alized supports for adults is the scparation
of the components of housing and support

services. Typically, we have bundled both

togcther, requiring 8 person 10 live in a

certain place (e.8.; 8 group home) in order (0
reccive agiven intensity and type of support
(c.g., 24 houwr support). By scparating the
components of housing and support scr-
vices, it becomes possible for a person (in-
cluding a p2rson with severe disabilitics) 10
seccive supports wherever he or she may
dive. '

-This scparation of housing and support
scrvices can lead 1o greater conirol by the
consumers: ‘

« Choice in llousing - The person can
select from a variety of housing choices,
depending on his or her particular circum-
stances—{rom a dupiex to an apartment, a
condominium, a flat, a trailer or a house.
The personisnotrequired tolive in g certain
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type of housing in order Lo 1eceive suppoits.
For example, under the supported inde-
pendence program in Michigan, a varicty of
liousing optons (excluding utuailers) are
available.

» Choice of Home Location - The person
can choose where he or she wants fo live,
including the specific neighborhood. Be-
cause the housing and supports arc not ticd
together, the person can have greater choice
inthe home'slocation. Thus, the location of
the home can build on and strengthen natu-
ral supports as opposcd to scvering those
ties. As onc swaff member in Minnesotd
said, “wc help people to decide what nzigh-
borhood they will live in aud ook for a
place that scems right for the people.”

« Choice of Living Alone or With
Others - Because the location and number
of peopic is not predetenmined, there is
greater flexibility indetermining how mimy
people will live together. The option of
living alone, at least for a period of tmie, is
an important onc for some people.  Indi-
vidualized, however, does not mean that a
person will always live alone or wilh one
other person. Somconc may also choose to
live with a number of other jxople.

o Choice of Roonumates - The person ¢in
have greater choice in his or her
roommaic(s), if having a roommatc or
roommalcs makes scnse in his or her lile.
By separating the aspeets of housing and
support services, it becomes easicr Tor &
person to choose with whom he or she
would likctolive. Because supportsarc nol
ticd to a ceriain setting, one can live with a
variety of people {c.g. “typical” people or
family members) or alonc and still reccive
the necded ingensity of supports. This ap-
proachrccognizes the critical importance of
the people with whom we live and the im-
pact they may have on our lives.

Housing and home onwnership

Cenural among the many cridcal issucs
rclated to housing, is that of leasing and
home ownership. Pcople with disabilitics
are typically requircd to move o agency-
owncd housing (0 reccive inicnse suppornt
services. Onc of uie key clements in an
individualized approach for adults is the
emphasis ona person’s living ina place Ut
he or she owns or feases cither alone or in
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conjunction with cthers, Only in rare .
stances should an adult Jive in the home of
another or in agency-owned housing,
Ownership and leasing have both el
“and personal ramifications.  Ownership
mcans iat itis the person’s home Grst and
foreimost. It is a placc where staff, rather
than the person, can be asked to icave.
Pcople with disabilitics have scldom had
* the opportunity for their homies 1o be their
“castles." This approach underscores the
importnce of “my home and the feeting of
ownership.

Individualized and Flexible Supports

One of the moat critical clemems in this

type ol approach to supporting adulis is the
individualized and flexible nature of the
supPorts.

» Individualized Supports - Unhibe the
typical approach of fiting a person into
existing programs, individualization in this
situation means (ailoring 1o or developing
the supports that will bestmaic ihe person
and his orhier currentlifecircumsinges. As
stated in the Wisconsin Connnunily Inie-
gration Program Mcdicaid Waiver, “'Ser-
vices musit be designed ormodificd o fitihe
person and mcct dial person’s uniue
nceds.” The individualized nature of the
supports is typically accomplished throngh
the establishinent of an arrny of possible
supports/services that ¢an be necessed by
e person—in any combination. For ex-
ample, individualized supports ciminclude:
dental and medical carc not otherwise cove-
cred; respite; reercation; homemaker ser-
vices; bansportation; atiendant cine/home
health care; therapeutic amd nursing scr-
vices; home and vchicle modifications;
home and community training iund support;
cquipmenysupplics; legal services; crisis
intcrvention amd counscling services and
cmployment scrvices.  Since it is impos-
sible foanticipate every type of support that
may bx needed, it is very important that the

array of scrvices includes another catepory

{or some mechanism o insure that unantici-

pated needs can be mict).

Individualized supports have been pio-

vided, 10 some cxtent, under the home and
community based care Madicaid waiversin



afew states. For exiample, under one staie's
Medicaid waiver, ‘the following supports
can be maiched to the individual person and
. canvary in amount, frequency and duration
bascd on individoal nceds: respite; home-
maker; Labilitation” {(including therapeutic
acuivitics; monitoring; supcrvision; training
or assistance in sclf-cive; sensory/molor
development; communication; behavioml
supports; communily Jiving and mobility;
health care; leisure and recreation, moncy
management and houschold chores), adip-
tive aids and supported ecmployment/day
habilitation services. This approach can be
morce flexibly accomplished through dhe use
of st general funds such as Michigan's
supporied indcpendence program. Some
states combine funding sources (Mcdicaid,
state dollars, county dollars and others) 10
provide individualized supports.

» Flexible Supports - Flexibility mcans
the supports must be able to be adjusied ina
timely way both in kind and in intcnsity.
Thus, supports can be changed over time
without the person needing (o move from
onc place toanother beeause “she no longer
nccdsthatlevel of support.” When supports
and housing are scparaicd, tie sif can
“withdraw” or “fadc” insicad of the person
necding 10 move 1o a new location. This
sesulls in continuity for the person and
again builds on exisling supports.  Also,
when a person needs more or different sup-
pons, hic or she can conunuc living in the
same place, but the supports ~can be

changed.
In many ways, this flexibility is much

more difficult for scrvice systems to
achicve than individualization.  We may
“individualize” once, but our systems are
not ofien designed to adapt and change al
the pace that people change. Flexibilily has
been built into this approach by keeping
decisions as closc as possible to the people
being supported. *

The development of supporis

An individualized approach (o supports
typically involves 2 change in our way of
thinking about “assessment™ and “'service
development”

« Community Assessments - Unlike the
typical “deficit-based” asscssient, a com-
munity asscssment involves a lcss formal
process of geuling 1o know the person in a
varicty of communily environments. The
emphasis is not on screcning in or out of
E 38, but on using the assessment proc-
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initally needed. For a nood disgussion of

Q
C determine the supports that will be

this type of asecessinent, sce Gruing 1o
Know You: One Approach 1o Scrvice As-
sessmentand Planning for Individuals with
Disabilities (Brost and Johnson, 1984).
More structured ecolugical straicgics (Ford
et ol T984) can also b uszdd.

Under the Wisconsin Connnunity Inte-
giation Program Medicaid Waiver, all us-
scssments mwust include social relation-
ships, meaningful education or vocational
programs, recreation and leisure activitics,
health and wellncss monitoring, social and
physical integration in the community, in-
volvement of family and [ricnds, home and
protection of individual legal rights.

* Building on Natural Community
Supports - An individualized approach 1o
Supporting adults in the community builds
onthcexisting community ties and relation-
ships that cach person already has. Insiead
of supplanting these tics, this approuch
looks at how these natural supports cin he
both maintined and suengihened, if tit
makessenscin tic life of the person. Justas
LEd Skarnulis (the Minncsota State Direc-
tor of Iluman Scrvices) said, “Support,
don't supplant the family.” itis also impor-
1ant to support neighbors, fricnds, acquain.
ances and other relationships in the
person's hife.

Many of (he supporis that people” with
disabilitics nced are alieady available
through “generic” or communily scrvices
avidlable to the general public. An indi-
vidualized approach includes an cmphasis
onusing these exisling supports as opposed
to the creation of scgregated supports and
scrvices.

« Changing our ‘Yhinking About
Supports - This approach requires a shiftin
how we think about the development of
supports and scrvices. In order 1o facilitae
a change in our thinking, a technicue called
personal futures or lifestyle planning
(O'Bricn, 1987) has been uscd 1o help
groups of people create a positive future
vision for the life of a specific person with a
disability.

. Thisapproachisonc useful way of begin-
ning to break away from “[fitting people into
scrvices” and moving tow ard developing
the supports that cnable th* wrsonto lead a
meaningful life. It also asks key questions
about what we can do to mike this vision
occur as opposcd o our current focus on
what the persons themsclves musi change.
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The way inwinichwe think ahontsuppoat.
ing prople scams 10 Le one of the wain
impediments to changing (o a mors ini-
vidualized oapproach.  While funding
mechanisms, regulations snd other stoge-
twes e not always desigtncd o sapport
individualization, olten simply shifting our
thinking can assist us to 1ccopniszc oplions
cven within cusrent contstunnts, AS ong
sl member suid, "It can be done. Jis o
problen in thinking.”

¢ Choice of Support I'roviders - 'Ihe
best cxamples of supporting individuals in-
cluded consumer conuol over the hiring
and firing ol their s1aff. In these sinations,
the staff worked for tre person with o dis-
ability, not for the agency. “The role of the
agency was Lo support the persomn inmanag.
ing his or her st {, including the aspecis of
hiring and firing. As agencics move out of
the housing business, their 1ole in the men
of support scrvices can also e expected 10
change. In this arcy, developmentil dis-
abilities services have a tremendous
amounttofearn from the independent Hiving,
movement in this conntry.

Even when people with disabilities donot
dircctly hire or fire their own staff, it is
critical that meclimisms be esiablishicd (o
provide for stafl turnover during the con-
ract period, There are Limes when a person
and his or her support providers will not be
a pood mateh, therefore incchimisms (o
facilitate a change in providers must be in
place.

* Availability of Supports for People
with Severe Disubilitics - Another clemeny
tat diffcientiates tis approach s thie
availability of supports. Unliks “suppor-
tive apartnents™ or semi-independent liv.
ing which typically support people with
mild disabilitics, this approach enables
people wilh severe disabilitics (o live in an
apartment or hume with the supponis i
chy'nccd, For some, 24-hour a day suppaorg -
services are critical.  Some agencies we
visited were able 1o discontinug the contin-
ua) uprooting of people with Severe dis-
avilides from their living quarters by help-
ing them to movce into their own homes and
sullmainwain the ongoing supports that they
reauired.
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» Increased use of Physical Adapta-
tions - Thistype of approach also appears 1o
increase the physicad adaplations that we
made for individuals. When living inone’s
ows place comes [irst, doing itall on onc’s
own (i.c., process) may become sceondary
to geuing it done (i.c., outcome). . Thus,
pe®lc can be supporied in Jiving meaning-
ful lives before they are able 1o doitall on
their own. We have been conunually im-
pressed with the incxpensive innovations
that staff, family and the people themsclves
have devcloped (e.g., casseite tapes of
moming routlines strings on cupboard
doors) 10 support people in living intheir
own homes.

« Supporting People vs.Independence -
A critical issue raised by this approach is
the differentiation between helping people
1o become independent and supporting
people in the communily. As areacton (0
the custodial care ¢ fthe past, in this decade
Uiere has been anincreased emphasison the
potential for growth, development and in-
dependence of people with mental retarda-
tion. While this has been a posiuve step
forward, the interdependence of people has
ofien been overlooked for people with dis-

abilitics. A morc individualized approach
tends to build on existing natural nciworks

of family, {ricnds and associations; pro-
vides waining and support within the con-
1ext of home and community and do2s not
require that 3 person alwin cerlain skills in
orderto have herighttolive inthe commu-
nity and in a home.

Conclusion

This anticle primanly cxamined some of
the key elements in individualized supports
bascd on lcamings from cxisting programs.
Future anticles will provide more informa-
tonon otherkey elements, such as enabling
siructures (i.¢., funding, training, individual
services coordination and other adminisura-
liveissucs)and fulurcdirections and issucs.
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