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204 Pattee Hall
150 Pillsbury Drive S.E.
Minneapolis, M N 5 545 5 -022 3

Phone: 612-624-6328
Fax: 612-625-6619

To: HCBS Advisory group members
From: Amy Hewitt, U of MN
Date: December 20,2000
Re: HCBS Waiver evaluation reports

Enclosed you will find a copy of the Executive Summary for the HCBS Waiver evaluation. A
copy of the technical report can be obtained by calling 612.624.6328 or by downloading it form
our Web site at: rtc.umn.edu

Thank you again for your support and great ideas throughout this project. We feel good about
the quality of the evaluation and the final reports. It is a time to celebrate the accomplishments
of the HCBS program in Minnesota and to work together to improve the quality of these supports
to Minnesotans with developmental disabilities.

Please feel free to call me with any questions at 612.625.1098.

Thank you.
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Best Practices Conference Meeting
February 16.2001

10:00 -2 :00

Adolphus Hotel, Dallas
David G. Burnet Room

Introductions, Review of Agenda for this meeting

Conference Planning:
Hotel contract
Proposed Agenda
Finalizing Theme
Identification of Speakers

Issues/Concerns and Recommendations for communication
strategies between, Enterprise Foundation, CDDC and TCDD

Re-locate to Adams Mark Hotel for Lunch

Tour of Adams Mark Hotel

Budget:
Costs associated with Speakers (travel/honorarium)
CDDC Reception

Wrap-Up .
Determination of Next StepsiFollow-Up
Overview of assignments (TCDD/Enterprise/CDDC)

Adjourn
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About This Report
This report summarizes the findings of a comprehensive evaluation of
Minnesotat Medicaid Home and Communiqy-Based Services (HCBS)
"waiver" program. This Executive Summary presenrs key findings,
positive accomplishmenrs, remaining challenges and recommendations
from the full report. The full reporr may be obtained by request at the
addresses listed on the inside cover of this document.

Purpose of the Evaluation
In April 1999, the Minnesota Department of Human Services, Division
of Communiry Services for Minnesotans with Disabilities (DHS/
CSMD) contracted with the University of Minnesota to conduct an
independent evaluation of its Medicaid Home and Communiry Based
Services (HCBS) "waiver" program for persons with menal retardation
and related condirions (MR/RC). This program is by far Minnesotas
largest for persons with MR/RC. State officials commissioned this
evaluation to gather information on rhe srarus of currenr program
implementation, identi$, challenges in meering program goals, and
assist in strategic planning for the future. Information used in this study
came from a number of sources, including: existing state data sets with
information on characteristics of HCBS recipients, expenditures, and
reports of maltrearment; interviews with adult recipients of HCBS;
written surveys of families, case managers, direct support stafi residen-
tial providers, and vocational providers; telephone interviews with
county HCBS coordinarors in counties; focus group meetings with
representatives of key srakeholder groups; and reviews of relevant
clocuments.

What are HCBS?
The Medicaid HCBS was approved by Congress in l98l to assist
people with MR/RC in their homes and communiries, when without
such assistance they would need the level of care provided in an instiru-
tional placement such as a communiry Intermediate Care Faciliry for
the Mentally Retarded (ICF-MR), or a Regional Tieatment Center
(institution). Minnesota has been authorized to provide HCBS to

Figure 1: Minnesota's Residential
Service System 1982-1999

E State In5titutions (RTG)
I Other tcFlMR
tr HCBS Waiver
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people with MR/RC since l9B4 through a wide range of options. These
include residential supports in one's own home or in a small shared living
setting, day programs, supported employment, respite care, assistive
technology, home modifications, crisis assistance, transportation, and
various programs of training and counseling.

Since its introduction in 1984, the HCBS program has been the
primary means of support for Minnesotat dramatic shift from institu-
tional to home and communiry services (See Figure 1). During this
period, Minnesota reduced its stare institution populadon from over
2,400 people to fewer rhan 50. HCBS supported reductions of residents
in other ICFs-MR for persons with MRJRC from nearly 5,000 to less
than 3,000, including a reduction of more than 50o/o in the number of
people l iving in non-state ICFs-MR with l6 or more residents. This
reduction in state institutions and large ICF-MR residents is among the
most notable in the Unired States.

Who Receives HCBS?
Approximately 8,000 Minnesotans benefit from HCBS. They represenr
the full range of ages, levels of mental retardation, and race/ethniciry (see
Table 1). As the HCBS program has matured, more people with severe
intellectual disabil it ies, challenging behavior and/or serious medical and
health needs have also received HCBS.

Table 1: Characteristics of HCBS Program
Participants in 1999

Characteristic
o/o N

AK"

Adul ts  (18+ vears)

Leael of MR

88.2o/o 6,192

None ( re la ted  cond i t ion)

Mi ld
Moderate

Severe

Profound

Unspecif ied

Black,  Non-Hispanic
Native American
Asian/Paci f ic  Is lander
Hispanic

l.8o/o 128
33.7o/o 2,330
27.2o/o I ,886
20.4o/o 1,409
16.50/o I,143
0.4o/o 26

2.5o/o 174
|  .4o/o 101
o.7% 5r
0.60/o 39

Race/Ethnicit.y
$/h i te,  Non-Hispanic 94.8o/o 6,649



What are the Costs of HCBS?
The average annual expenditure in 1998 for each HCBS recipienr was
$5I,545.In the same year, the average annual expendiure for each
ICF-MR resident was $60,600, and for Regional Tieatment Center
residents was $197,465. Average annual HCBS expenditures vary
according to a number of factors. The most significant is where a
recipient lives. The average 1998 cosr for people who lived in their own
homes ($21,454) or with their family ($19,568) was much less than the
annual cost for people who lived with a foster family ($31,518) or in a
small ("corporate foster care") group home ($54,733).

How Have Minnesotans Benefited
From HCBS?
This evaluation identified many imporrant benefits from the HCBS
program for Minnesotans with MR/RC, including: l) people moving
from institutional settings into homes in their local communities, 2)
people improving rhe qualiry of their lives, 3) people reconnecring with
family and friends, 4) children remaining with their family despite
disabilities that would have once led to our-of-home placements, 5)
people having many more choices in rheir lives, and 6) people parrici-
pating as full citizens and contriburors to their communities. Over-
whelmingly, participants in this study (people with MR/RC, family
members, case managers and others) reported substantially grearer
satisfaction with HCBS than with the ICF-MR and state institution
services that HCBS have been replacing.

2000 HcBs
Recommendations
This executive summary includes all of the recommendations made by
the research team and stakeholder advisory group after receiving the
overall findings of rhis evaluation. These recommendations appeared to
center around several broad themes including: qualitygfueryiS:es; choice
and respect; i :d i"idg]i4pp..:.: i:':*jgB@ p'g
tioLfur.lalgarmenr; 

"..Sir,o 
HCB_S 

"il g.-
Please review the large technical reporr for this information regarding
the extent to which rhe recommendarions made in 1992 had been
attended to and improvements made and specific recommendations
made by various stakeholder groups as idenrified in focus groups.

Quality of Services
. Srakeholders argue that qualiry assurance/enhancemenr acrivit ies

tor HCBS should be improved. A new sysrem is recommended
in which f"-iliffid.o.rG,ers are active participants in the
development, implementarion and on going review of a rede-
signed qualiry assurance program that integrates health and
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safety monitoring, qualiry of life assessment, and qualiry im-
provement assistance.

. The state should institute a Drosram to share oublic informarion
rcgarorng servlcB ggry, 

".
citations, substantiatedrn*l*eatment reports, employment
outcomes, choice inifil-g, respect and satisfaction data) so that
individuals and families can make informed decisions about
service options and provider. offfi

. Case managers need to be befter able to contribute to rhe qualiry
of life of HCBS recipients through i-proX$trjligg on oprions
and creative ways to use them, grear€Ijglglgjgents and higher
expectations for individualized service ourcomes, sm4ler avEage
"caseload.s," grearer 

"gg}timrter 
qualicy of inrilctioi.

with HCBS recipients and families.

Choice and Respect
. People who receive HCBS should have clgissj+where and wirh

whom thellive, where they work and who provides their
e*-'support.

daily lives and basic choices.

. Support options that promote choice and respect musr be
expanded (e.g., consumer directed supporr options, consumer-
controlled housing).

Choice and respect are primary service ourcomes that need to be
systematically monitored in all qualiry assurance programs and
publicly reported to assist in choosing service providers.

Choice of case managers should be treated with the same respecr
for individuals choice as other HCBS.

Individualized Supports
. Minnesota needs to promore a greatslggl3ygflndividualized

HCBS options (e. g., hosr f"* i li.rG;;-..;ntrolled housing,
consumer directed service options, development and manage-
ment). This will require eliminating systemic barriers that
perpetuate the use of group home models (e.g., lack of GRH-
like subsidies for individuals, dependency on shift staff models).

.  Consu@orts(CDCS)shouldbe
available to all HCBS recipienrs. The state should provide
technical assistance and training to counties to enable them to
offer CDCS to all HCBS recipients who wanr this service
option. Additional efforrs to provide information and training to
individuals and families abour CDCS are needed.

I
I
I
T
I
I
I
I
I
I
I
I
T



Families 
" 

igh qualiry in-
home respire and personal care supports. If the presenr sysrem
cannot provide families with those services it recognizes as
needed, families should be empowered and supported to use
their authorized resources ro meer their own needs.

A mechanism is needed to adequately supporr people whose
needs change over time due to their age and/or disabiliry. This
mechanism should not solely rely on counries to orovide in-
creased support to people wlrh changlng needs by grvrng people
with lower support needs access to HCBS "slors" or by "forcing"
people to move to a new provider in order ro ger an increase in
services. A method should be developed to periodically re-
determine a persont needs and adjust the amount allowable
resources to the counties based on this re-determinarion.

The state should develop a sysrem for accurately idenrifuine and
luL^rrr6 Lr lc  arr luu ' r . t  .ypc al lq costs o l  ,arura-  na--*a*o oy t to
\..dF.+lr .,

promised to individuals and their families versus rhe actual
amount and cosrs of the services received. The stare should use
the system to monitor and provide trend analyses regarding this
important issue.

Direct Support Staff (DSS) Crisis
Given the pervasive, long-term and detrimental effects of the
direct support staffing crisis on individuals, families and the
ability of counties to develop new services, rhe srare should make
it a priority to creare a coordinated workforce development
system with resources to significantly increase DSS and frontline
supervisor wages, reduce !urnover, improve recruitmenr, and
support and train DSS and their supervisors.

Protection from Maltreatment
. Minnesota's maltreatmenr reporring sysrem needs improved

communication berween agencies and individuals in the sysrem
(e.g., DHS Licensing and Investigarions unirs, State Ombuds-
man Office, counry MR/RC services, common enrry points,
county foster care l icensing units, provider agencies, case manag-
ers, direct supporr staff, and the individuals and farnilies who
receive supporrs).

. The maltreatment reporting sysrem should be designed to
systematically respond ro concerns voiced by stakeholders
regarding malrreatment reporting and follow-up.

o A statewide merhod for tracking and conducting trend analyses
of all incidents reported, irrespecrive of wherher they involve
substantiated malrrearment or whether rhey are invesrigated
further by the investigations unit should be developed.

IExecutive Summary. $
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Consumer-to-consumer violence must be reduced. Most people
do not choose to live with people who hurt rhem. All people
should be given the freedom to choose with whom they live, but
the right must begin with victims of current household violence.

Further investigation should occur to better understand the
proportion of individuals with certain characteristics that are
prescribed psychotropic and other mood altering medications,
why these medications are being prescribed and the extent to
which the use of these medications increases, decreases or
remains the same over time for HCBS recipients. Consideration
should be made for adding fields to the screening document that
would enable this information to be systemically tracked.

Access to HCBS
. Access to individualized HCBS supports that meet the needs of

citizens wirh MR/RC from ethnic, racial and cultural minoriry
groups should keep pace with the numeric growth of these
groups in the general population.

. The state should develop a specific initiative to address the issue
of access for minoriry groups and should provide information
and technical assistance to counties on specific outreach and
support methods designed to increase information for and access
to individuals and families from ethnic and racial minoriry
grouPs.

. This initiative should specifically investigate these issues as they
relate to people from minoriry groups who currently receive
HCBS services as well as people from these groups who are not
receiv ing HCBS.

' Efforts should be made to better understand why HCBS is
under-utilized by these groups, and modifications to current
services should be made so that HCBS can be individualized to
meet the needs of people from minority groups.

' Systematic efforts are needed to better understand the specific
needs of the people who are waiting for HCBS, and to identify
people who may need HCBS but are not yet recognized as
waiting. Minnesota should respond to the reasonable desires of
large numbers of people currently living in ICFs/MR who seek
HCBS.

. The state should develop a process that would increase the
consistency and fairness throughout the srate in decisions about
who and how people get access to HCBS are made.



Substantial effons are needed ro increase the availabiliry of
supported employment opporrunities (e.g., communiry group
work, individual communiry work) to all HCBS recipients who
want to work. Additionally the state should sysrematically code
and use data collected on the screening documents ro measure
progress in this area.

Continued effons are needed ro increase the availabiliry and
access to dental services, specialized medical and specialized
therapies (e.g., speech therapy, occuparional therapy, counseling,
behavioral therapy) for all HCBS recipienrs, especially those
with significant challenging behavior.

The tracking sysrem developed by the srare ro provide counries
feedback regarding authorized and paid expenditures should be
improved so thar more accurate and timely informarion is
provided in a manner useful to counties. The state should
increase the amount of DHS sraff support and technical assis-
tance provided to counties and should improve the system to
coordinate and provide this support. The state should also
explore the possibiliry of making rhis a \7eb based system.

Affordable Housing
. Consistency and fairness should be increased in the counry

processes and priorities for decisions abour HCBS access.

. Minnesota needs ro increase access ro affordable housing oprions
for HCBS recipients who desire ro own or renr their own homes
through expanded access ro housing subsidies such as Section 8
and GRH-like assistance for non-licensed homes.
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Counties included in this
study:
Metropolitan Tutin Cities Area:
Hen n ep in, Rams ey, rVas hingto n,
Anoha

Greater Minnesota Uban: Blue
Earth, Clay Crou Wing,
Olmsted, Sherburne, Stearns, St.
Louis

Greater Minnesota Rural:
Becher, Carlton, Faribault,
LeSueur, Mabnomen, Martin,
Meeher Norman, Reduood,
Steele, Steuens, Vabasha,
rYantonwan.

Project Methods
Several different research methodologies were used ro maximize the
validiry and reliabiliry of rhe findings in this evaluation. These merhods
included: 1) analyses of data from existing stare dara sets including
information on HCBS recipients, expenditures and maltreatment
reports; 2) direct interviews wirh 372 individual recipients of HCBS; 3)
written surveys of I84 residential and 82 vocational provider agencies,
183 families, 468 case managers and 288 direct support staff; 4) rcle-
phone interviews with 21 counry MR/RC HCBS coordinators; 5)
meetings with representatives of stakeholder groups (e.g., Minnesota
Habilitation Coalition [MHC], Associarion of Residential Resources of
Minnesota IARRM], Minnesota Developmental Achievemenr Cenrers
Association [MNDACA], the Minnesota Disabil iry Law Center

IMDLC], Legal Aid, DHS-CSMD, Arc-Minnesota); and 6) document
review. These methodologies along with the research questions, descrip-
tion of the sample, access ro the sample members, instrumentation, data
analyses, and the limitations of rhe study are reviewed in this section.

A Stakeholder Advisory Commirtee (SAC) was created ro assure rhar
the MR/RC HCBS evaluation artended to the information needs,
perspectives and concerns of the program's various constituenrs. The
SAC consisred of 38 individuals represenring a variery of organizations,
agencies and stakeholder groups including: DHS - CSMD; the Minne-
sota Governort Council on Developmental Disabil it ies (GCDD); the
MDLC, Arc-Minnesota, counry social services, the Minnesota Ombuds-
man office, parenrs, consumers; ARRM, MHC, MNDACA, the STAR
Program, and other interested individuals.

The Stakeholder Advisory Committee served four primary functions
for this study; I ) identi$,ing questions to be asked of the various people
surveyed; 2) reviewing, editing and providing feedback on all instru-
ments; 3) communicating to the stakeholder groups they represenred
about the purpose, design and ourcomes of the evaluation, and 4)
assisting in the inrerprerarion of the resuks of rhe evaluation and in
formulating and priorit izing recommendations based on these results.

This study used a representarive sample of 474 currenr HCBS waiver
recipients to answer many of the research quesrions. Other research
questions were based on data provided for all HCBS recipients in
Minnesota. To select participanrs, Minnesotat 87 counties were srratified
into three categories: Tivin Cities Metropolitan Area (7 counries),
counties in greater Minnesota urban cenrers with populations of 50,000
or more residents (l I counties) and counties in greater Minnesota rural
areas with populations of less than 50,000 residents (69 counties). From
these groups, 24 representative counries were selected and invited to
participate in the srudl'.

The sample frame included all eligible HCBS recipients in the
selected counties rhar were identified in the screening document data file
provided by DHS-CSMD. Eligible HCBS recipients met following
criteria: l) their counry of financial responsibiliry was one of the 24
counties in the sample, 2) their counry of residence was one of the 24



counties included in the sample, 3) they were living at the time the
study was conducted.

An initial group of 565 people was randomly selecred. To that
random sample, a controlled over-sample of 35 people was selected
from among racial or ethnic minoriry group members receiving HCBS.
The additional selections from ethnic and racial minoriry groups were
controlled to reflect the proportion of minoriry group members receiv-
ing HCBS recipients in each of the three counqF rypes. The first 101
people selected who were not eligible for the study or who declined to
participate were replaced resulting in a total of 801 individuals who
were invited ro participare.

Access to information about the services received by a sampled
individual depended on rhar individual or his/her legal guardian
providing informed consenr to parricipare. Obraining consenr required
the involvement of each sample members' counry case manager. Case
managers were asked to verify rhe eligibiliry of sampled individuals,
explain the study and its demands ro rhem, and request consent to
participate from HCBS recipients, family members or other legal
representatives as appropriate. For individuals under guardianship of the
Commissioner of the Department of Human Services, counry case
managers exercised the power of consenr. \/hen individuals or rheir
legal guardians declined to participate, a replacemenr was randomly
selected from the same counry rype and sampling group (general or the
minoriry over-sample). Until individuals provided consenr to partici,
pate, they remained anonymous ro the interviewers.

The state DHS-CSMD provided four types of existing data sets for
this evaluation:

Screening Document Files. The Minnesota screening document data
set provided a wide range of demographic, diagnostic, funcrional,
behavioral, health and service need informarion on all 6,548 individuals
with MR/RC receiving HCBS (including the 474 people in the
sample). The available files contained the mosr recenr screening as of
April 1999.

Adrninistratiue Reports.Information from rhe Health Care Financing
Administration (HCFA) Form 372 and Form 64 cosr reporrs were used
to compare expenditures of HCBS and Intermediare Care Faciliry for
the Mentally Retarded (ICF-MR) recipients, including expenditures for
related Medicaid stare plan services. Information from the October,
1999 Report to the Legislarure, "Home and Communiry Based Services
for Persons with Mental Retardation and Related conditions" provided
background on rhe goals of DHS-CSMD for the HCBS programs,
information on challenges faced in the programs and statistical trends in
state and county service days, allowed expendirures, authorized expendi-
tures and acrual service payments berween FY 1995 and Fy 1999.

HCBS Payment Files. Department of Human Services payment files
were made available to analyze paymenrs for fiscal years 1997 and 1998.
These data sets included informarion on: 1) total paid cosrs of HCBS;
2) paid costs of HCBS by procedure code for each service recipient; 3)
county authorized and state "allowed" expenditures for each HCBS

Executive Summary . P

Research Questions
. tVhat are the dzmographic

clt aracteris ti cs of H C B S
recipients and bout do tbeir
c h aracteristics dffi r fo m th o s e
of ICF-MR recipients?

. rY/hat are the utilization and
costs of gecifc HCBS and
otlter Medicaid seruices? Hotu
do they dffir across recipienr

groups? How do tbel dffir
across time?

. To ultat extent are bas;c
health, monitoring and seruice
needs of HCBS recipients met?

. Do recipients haue adequate
oP?ortunities and quality of
Itfe(

. Tb uhat extent are ?rouiders of
HCBS seruices prouiding high

quality supports and seruices?

. Hout do the total costs of
uarious seruices for HCBS
recipients uary? How do costs

for uarious categories ofseruice

for HCBS recipients uary?

. What are issues of concern
utith the HCBS program?
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I recipient; and 4) a range ofanalysis related variables including counry,
conversion/diversion status, resource allocarion grouping (l-4 or base
for persons entering prior to FY 1996), provider code and service
procedure codes.

Mahreatment Data. The Department of Human Services Licensing
Division Investigations Unit provided 1995 - 1998 data logs which
included information about maltreatment reports. These included
reports that were received by the invesrigarions unir, which after initial
disposition were determined to not be maltreatment and were either
screened out or referred to another agency. This data was used ro
summarize the types of maltreatmenr reporrs that are screened our or
referred to other agencies. Additional summary information obtained
from a Department of Human Services report on the number and
outcomes of maltreatment reports that were referred for investigation
and their final dispositions. This information also included the number
of direct support staffmembers who applied to work in licensed
programs who were disq ualifi ed based_on_b,a*Iggd srudies.

-
Quantitative datff-ovrdetl ln extant data sets and obtained through

interviewing were analJzed using SPSS statistical sofrware package. The

rypes of statistical methodologies and variables, including derived
variables, used in each analysis is described with the relevant findings.
The responses to open ended questions in the surveys and interviews
were entered into data base sofrware packages, coded and then analyzed
by rwo separate researchers to identify themes and pamerns. The
responses of counry MR/RC \Taiver Coordinators were also analyzed
separately by wo researchers and independent summaries of outcomes
were reviewed for common themes in an effort to ensure reliabiliry of
findings.

t
I
I
t
I
I
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I
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Strengths and Limitations
' U e sets rePresent

Several strengths and limitations of the evaluation design, irs implemen-
tation and outcomes should be noted. Among the strengths were:

l. The state data sets available to describe the characteristics of
recipients and the costs and utilization of HCBS services
included 100% of the people with MR/RC receiving HCBS
services in Minnesora.

2. The controlled over-sampling of HCBS recipients from ethnic
and racial minoriry groups permined analysis that
included proportional representation of minoriry communiry
members.

3. The random selection of sample members from stratified
groups of service recipients and from different counry rypes
yielded a sample that was strikingly similar to the population of
all HCBS waiver recipients.

4. The use of varied quantitative and qualitative research
methods (extant data sets, written surveys, face-to-face
interviews, telephone interviews, group interviews) increased
the validiry of findings by identi$'ing issues concerns and
trends with multiple methods and sources of information.

I Random samp h, including
ou er- s amp le of p e op le fro m
racial and ethnic minori7t
grouPt,

Ue of multiple researc/t
methods,

Muh ip h s tah e h o ldcr group
perspectiues,

Representatiue sample, and

Ue of reliabh instruments.

T
!
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5. Perspectives of varied and knowledgeable informants (HCBS

recipients, family members, case managers, residential
providers, vocational providers, direct supporr staff members,
county HCBS \Taiver Coordinators, various stakeholder
groups) provided comprehensive attention to imporrant aspects
of the HCBS program.

5. The response rates for consumer inrerviews, individual case
manager and general case manager surveys were sufficiently
high to increase representativeness ofthe respondents.

7. Key instruments in the evaluation have been extensively tested
for reliability and validiry as parr of the multi-state Core
Indicators Project.

Several limitations and potential threats to the reliabiliry and validity
of the data collection should also be noted. These include:

1. The response rares for certain surveys was nor as high as was
desired. Factors affecring response rates included: project
timelines thar limited opportunities ro conduct an adequate
program of follow-up of late and non-respondents for certain
surveys; limited resources for providing incentives for
completing the surveys and interviews; and inadequate efforts
to achieve fully visible endorsemenr of the project from all
major stakeholder groups. Among the surveys affected were rhe
provider, direct support staff and family surveys. Thus the
reader should be cautioned that the returned surveys from rhese
groups may not be representative of the total populations being
surveyed.

2. Because the sample members could only be approached
through their county case managers, case managers who refused
or made half-hearted arremprs to recruit participanrs and ro
gain their consenr (or that of their guardians and family
members) affected the rate of participation and possibiliry the
represenrariveness of those who did parricipare.

3. Most but not all of the questions included in rhe various
surveys were pilot tested prior to their use in the evaluarion.
Although efforts were made to develop questions that were
valid and reliable, no formal resring of the psychometric
properties was conducted for certain quesrions. Questions
which were derermined ro be "problematic," wherher field-
tested or nor, were excluded in the analyses.

Results and Discussion
This section presenrs an overview of the key findings of the evaluarion
across a number of important topical areas including: HCBS use and
expansion, access, qualiry, supporrs and services, healrh, case manage-
ment, providers, qualiry assurance, uti l ization and cosrs. Addirional
information on what is working and what challenges still exisr wirhin
each ofthese areas is discussed.

Executive Summary o 11

Study Limitations:
. Lotu res?onse rates fom some

respondznt groups,

. Access to study participants uia
case managers, and

. Limited piloting of instru-
ments.
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12 . Executive Summary

"Conuersion and downsizing of

an ICF-MR with I5 people

allouted indiuiduals to receiue

HCBS seruices. Eueryone uho

moued to homes for 3-4 people is

uisibly happier, more indepen-

dent, and experienced reduced

bebauior problems. They interact

more normally. They haue pride

in "their homes." I haue heard

them now refer to going to their

Parents as going to their 'parents

home" [instead of saying I am

going home (to my house) when

uisiting parentsJ. "

Real life examples are used throughout each key findings secrion ro
illustrate what is working well and what challenges sdll exisr regarding
that specific topical area. These were obrained through open ended
survey questions asked of case managers, family members, direct support
staff and individual service recipients. These examples were obtained
with an assurance of anonymiry ro rhe respondents. Once the data were
received, the names of the respondenrs were eliminated in order to
protect confidentialiqy of the respondents.

HCBS Use and Expansion
This section of the evaluation reviewed information to determine rhe
use and growth of HCBS in Minnesota. It also made comparisons
between ICF/MR and HCBS use in Minnesora and rhe United Stares as
a whole.

Key Findings
. In 1999, nationally,4l.2o/o of HCBS recipienrs lived in homes

that were owned, rented or managed by an agency that provided .z
residential supporrs compared wirh73.60/o of HCBS recipients in
Minnesota.

. In 1999, more than rwice as many Minnesorans received HCBS r
funded sipp{ts as l ived in ICF-MR facil ir ies (7,102 vs. 3,101). 

- '

'  In t999LgtV/of all Minnesorans are members of white non-
HispanicElor ethnic groups as compared with96.6o/o of a.
ICF-MR residents and 94.8o/o of HCBS recipients.

. Between 1992 and 1999 the proportion of Minnesotans from
non-white, non-Hispanic racial or erhnic groups grew faster than
the proportion of ICF-MR residents and HCBS recipients in
those groups.

. Berween 1992 and 1999, Minnesota reduced the number of
people in state operated laree ICF-MR settings from 1,033 to 72.

. Of the 3,101 ICF-MR residents in 1999, 34o/o lived wirh l6 or
more other people.

Of the 3,101 ICF-MR residents and the 7,102 HCBS recipients
in 1999,79.2o/o of persons wirh mild intellecrual disabil it ies
received HCBS as compared with 50.60lo of persons with pro-
found intellectual disabilities.

\(&ile more people wirh various health-related and other supporr
needs now receive HCBS funded supporrs than live in ICF-MR
settings, ICF-MR residents have proporrionatelygglg
related and other support needs.

proportion of such individuals than the ICF-MR program.
_ t ' " '

bqo e
D

. The HCBS program Minnesota now supports more

*.
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Child HCBS recipients *rr/oulikely ro reporr needing
assistance with indgpendent living skills.

Adult HCBS recipients have grearer overall needs than children
who were HCBS recipients.

Among adult HCBS recipients, older adults were proporrion-
ately more likely than younger adults to report needing assis-
tance with independent living skills.

HCBS recipients from non-white racial and ethnic groups were
more likely to report needing various specialized services such as
specialized medical services, programs ro address challenging
behavior, and speech or communicarion rraining.

What's Working?
Continued expansion of HCBS has supported the downsizing and
closure of many ICFs-MR and stare institutions since HCBS began in
1984, butespeciallyberween 1992and 1999. In 1995, Minnesota
passed the milestone of HCBS recipients (4,897) exceeding the rotal
number of ICF-MR recipients (4,445). By June 1997, HCBS recipienrs
made up 630/o of rhe combined total ICF-MR residents (3,604) and
HCBS recipients (6,097). ByJune 1999, HCBS recipients had in-
creased to70o/o of rhe ICF-MR (3,101) and HCBS (7,102) recipients.
As Minnesota developed its HCBS program, it was able to decrease the
number of people living in large (16 or more people) ICFs-MR from
2,618 people to 1,056 people (60% decline). It was also able to decrease
the number of people living in small (4-15 people) ICFs-MR from
2,584 to 2,045 (2lo/o decline). Today, the HCBS program serves more
people with severe challenging behavior, more children, more adults,
more people with the mosr severe intellecrual impairments (profound
mental retardation), more people with significanr supporr needs, more
people with significanr medical needs, and a higher proporrion of
people from racially diverse groups rhan the ICF-MR program.

Challenges and Concerns
Despite its notable successes Minnesota exhibits unusually high reliance
on congregare care as its merhod of communiry service delivery when
compared with the U.S. as a whole. In June 1998, based on reporrs
from 42 srares, narionwide an esrimared 41.2o/o of HCBS ,.cipienr,
lived in residenrial serrings that were owned, rented or managed by the
agency that provided residenrial supporrs to HCBS recipients. In MN
this average is73.6o/a. Likewise nationwide estimares of HCBS recipi-
ents who live with family members is 33.6a/o compared rc 15.4o/o in
Minnesota. Additionally, nationally an esrimared l5% of HCBS
recipients renr or own their own home/apartmenr as compared ro only
4.9o/o in Minnesota.

Clearly the currenr pace and productiviry of outreach, identification
and enrollmenr of people from ethnic and racial minoriry groups, will
not close the gap berween majoriry and minoriry populations having

Executive Summary o 1l

'Jim 
uas in ttuo ICF-MR

facilitiesfom the time he uas l8

to 37. Feu community-based

oPtions uere auailable for our

fn-iU because ute liue 2.5 hours

fom any urban area. For 15

lears m! parents satp hirn on

holidays or ulten they were able to

manage the S-hour trip. HCBS

seruices haue allowed us to ltaue

him 5 minutes auaL and the past

three years has been a dream come

true. "
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"I was thrilled to receiue a Vaiuer

fo, -l child. But, I canlfnd any

stafi Ju* this weeh three PCAs

quit."

access to HCBS in Minnesora. Even though the number of people from
racial and ethnic minoriry groups who are receiving HCBS increased
berween 1992 and 1999, with rhe exception of Native Americans racial
and ethnic minorities were subsrantially less represenred in the HCBS
program than would be expected based their presence in the general
population in Minnesota.

In Minnesota, the HCBS program serves more people at each level of
intellectual disabiliry than rhe ICF-MR program. However, people with
more severe intellectual disabilities are less likely to have access ro HCBS
than are people with less severe inrellectual disabilides. Possible reasons
for this include concern about the higher expense of supporting indi-
viduals with more extensive supporr needs while maintaining the total
cost of services under a counry's allowable total expenditures. An effort

this concern in 1995 with the implementation of

county's allowable expendicures for persons with more exrensive supporr
needs. Argge-bly this has contribure{tg there no}v beine more persolt
with severe or profound intellectual disabiliries receiving HCBS than

lIryln ICF-MR settingsfrFyears afrer rhis change, however, persons
iitellectual disabilities are srill proporrionally

less likely to receive HCBS funded supporrs (rather than ICF-MR
services) than are persons rvirh mild or moderare intellecrual disabilities.

Access to Services
This part of the evaluation gathered and reviewed information about
how people get HCBS in Minnesota and the issues they face in gaining
access to the program's services. Also, issues related to the statet waiting
list for HCBS were explored.

Key Findings
' There was a waitinglisr of 4,321 individuals wirh MR/RC for .'.r,

HCBS in October 1999. Many of these persons (1,687) were
children Iiving with rheir families, needing in-home and respite
care. Of those waiting, 1,151 were adults l iving alone or with
their families who were nor currenrly receiving long-term care
services.

. County practices varied a great deal with respect to rhe criteria
for who gets HCBS.

' All counties reported maintaining waiting l ists for HCBS
services. Most counties reporred trying to find alternative ways to
meet current needs of individuals waiting for HCBS services.

. \W4rile 8l %o of case managers reported that their counry has a
writren policy for priorit izing persons on rhe waiting l ist, only
37o/o said rhat copies of the policy were available ro parents or
other members of the general public.



Although HCBS supports are intended ro meer individual needs,
some counties reported selecting new HCBS participants based
at least pardy on how well the person might match or "fit in"
with people currendy supported in an SLS serring.

Only two counries (borh in the metro area) reported having
specific outreach plans to communicate about service options for
individuals from racial and ethnic minoriry groups.

Many counties only complete HCBS waiver screenings if
specifically requested. One case manager reported their county
defers screenings until a "waiver slor" is available.

Over one-quarter (25.9o/o) of families receiving HCBS reported
that they first heard about HCBS from someone other rhan
counry.

Overall, case managers reported the most common reasons for
awarding a new HCBS "slot" were a) emergency or crisis situa-
tions or b) people having the greatest impairments of all those
waiting.

Among the 468 sample members, almost 307o were living with
their families prior to entering the HCBS program. The metro
area had substantially higher proportions entering the HCBS
program from large ICFs-MR or nursing homes (26.loh).

Figure 2: Source of Initial Information
About HCBS for Families

Family/ Orher

School
5o/o

Advocate
l0o/o

County/
County

CM
7 4o/o

Families receiving HCBS supports reported significant difficulry
accessing respite services, crisis respite supporrs, and in-home
family supports (either they did nor meer their needs or rhey
were not available).

\fhen asked about access ro services for HCBS recipients in
general, case managers reported that the most difficult services ro
access were crisis/respite, informarion on curring edge innova-
tions, assistance on how to manage own services, regular respite
care, and transportation.

Executive Summary. 15

Most common barriers to
HCBS Access
. Toofew direct su?port tMfr
. Challenging behauior of p*pl,

who seeh seruices. and
. Lach of consumer interest.
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'A 
family has fue children, four

ofuthom ltaue been diagnosed

uith Fragile X. All children are

10 and undzr Three of the

children nota receiue in-home

HCBS seruices. It has hept the

fo*iU together. Fiue young

children would be stressful for any

fo-i\, but uthen they are special

needs it is euen more stressful"

Case managers for more than 23o/o of individual study partici-
pants reported having difficulry finding a provider for one or
more needed services. The most difficult services to find were
dental services, non-health specialists, and supported living
services.

Dental services were reporredly most difficult to access in greater
Minnesota urban counties, and generic community services were
most difficult to access in greater Minnesota rural counties.

Parents reported relatively grearer difficulry getting information
about adaptive equipment or environmental modifications, in-
home supports, out-of-home residential supports and crisis
respite services than for other qypes ofservices.

What's Working?
Minnesota has an e-ffective data svsrem for documentine the extenr of
its waiting list, and the characteristics and needs of the people waiting,
so that it can understand the meaning and implications of rhis waiting
Iist. Establishing a baseline of who is waiting for supports and goals to
reduce this list are necessary prerequisires to achieving the desired
outcomes of providing supporrs to all who need rhem. Almost all
Minnesotans waiting for HCBS services receive case management
services and other services (e.g., school or day program supporrs,
Medicaid state plan services for which they are eligible). Although
available supports may not meet all of their needs, Minnesota has made

ring that all eligible individuals and
ilies have basic support even as rhey wait for the more comprehen-

sive services available through the HCBS program.

Challenges and Concerns
The findings regarding access to services raise several concerns. Despite
Minnesotans substantial growth in its HCBS program in recenr years,
there are xrll 4,321 Minnesotant waiting for HCBS services. Second,
while the state's waiting list report provides good information about
people waiting for HCBS services, it does not conrain all of the infor-
mation needed to fully describe the extent of unmet needs of people
with MR/RC in Minnesora.

For example, virtually all people waiting for HCBS are receiving
some support services from minimum entitlements to case manage-
ment, personal care and/or school services, bur the exrenr ro which
those are meeting individual needs or would need to be augmenred to
do so is not available in the waiting list data. This evaluation also
suggests that access issues are a significant issue for people even once
they begin receiving HCBS services. Many families reporred that respite
and in-home supports did not meet rheir needs or were nor available
when they were needed. One reason for this difficulry is likely the
shortage and turnover of direct supporr staff. Minnesota is therefore
challenged to increase access ro services borh for people who currently
receive HCBS supporrs and for rhose on waiting lists.



Case managers identified crisis respite, information on options and
innovations, for creative use of HCBS assistance on how ro manage
one's own services (e.g., consumer directed consumer supports), and
regular respite to be the services most difficult access in their counries.
Their insights on the status of rhe service sysrem suggesr a need to
enhance outreach, technical assisrance and training to counties to
increase the availabiliry and effective use of HCBS supporrs.

Satisfaction and Quality of Services
The evaluation gathered informarion from HCBS recipienrs, families
and case managers about qualiry and satisfaction of services. Also,
information regarding communiry inclusion, choices and delivery of
services in a respectful manner is included.

Key Findings
. Adult HCBS recipients liked where they live (82Vo) and work

(89Vo). They had friends (76Vo) and could see them when they
wanted to (74o/o).

. Most people who receive HCBS ( 85o/o) reported almost always
having a way ro get to places they wanted to go.

. HCBS recipients with communiry jobs did not feel rhey worked
enough hours and 22.5o/o were nor satisfied with their earnings.

. Families were mosr satisfied with rransportation, out-of-home
residential services and case managemenr. They were leasr
satisfied with environmental adaptarions and adaptive equip-
ment, educational services, in-home supporrs, and respite
services.

. \X4rile families were mostly satisfied with complaint resolution
practices, providers of respite services, crisis behavioral services,
in-home supporrs and educational services were rared lower rhan
other rypes of services in satisfacrorily resolving complaints.

. Families were less sarisfied with planning for specialized therapy
services, home and environmental adaptation agencies, respite
services and in-home supporrs.

. Twenry-five percent of families reported that residential out-of-
home providers rarely assisted their family members to find
friends, family members or neighbors to add to their supporr
nerworks.

. Providers reported that the most common barriers ro accessing
community supporrs were roo few staff members (43o/o),
behavioral needs (43o/o), and lack of consumer interest GTo/o).

' Providers reported that in the year prior to rhe survey, 34o/o of
residential sites added a new consumer, and 22o/o had one or
more consumer leave.

Executive Summary o t/

"Since mouing to Minnesota in

I996, the seruices auailable to our

daughter haue been wonderful.

Scbool, in-home assistance and

noru out of home placement and

her neu uorh enuironment. The

transition stage was gradual tuith

lox of support and tltat support

has been ongoing. Her social

worher is fabulous and lter new

home setting is uery caring and

suPportiue. We feel so luchl!"

"I support a loung man with

/lutism in going to folh dance

c/asses. Abhough atfrst be taas

excited and scared of the crowds. I

helped him u.,ith the dance steps

and notu he laugbs and seems to

really lihe tlte classes."
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"My daughter had a pbysically

abusiue roommAte, but the

problem uas resolued in a timely

mAnner and she utas abh tu moue

into her own a?artment. The

interuention uas immediate -

staff listened and acted".

"I tahe a consumer I u.,orb utith to

a food shelf to uolunteer 2 days a

month. The people who come to

the food shelf haue gotten to hnou

her and always tahe the time to

talk with her. She does not talh

but it is utonderful to see the

interaction between her and the

other peoph at the food shelf "

"\Y/hen ue moued in ute had a

house utarming parry and uere

utelcomed by about eight of our

neighbors who came tu the part!

or sent flowers or coohies. rYe haue

a good rektionship uith our

neighbors and haue a neighbor-

hoodparry eaclt year tu heep

euerlone in touch w,ith one

another "

Almost 900/o of interviewed adult waiver recipients had lived in
the same place for more than one year.

Case managers and counry waiver coordinators overwhelmingly
rated HCBS services as superior to ICF-MR services. HCBS
were considered to be superior in terms of having choices in
what to do with free time, having privacy, living in places that
feel l ike home, participating in communiry activit ies, choices in
location and roommates, and growth in independence.

The general case manager survey indicated that the highest
qualiry HCBS services were case management, interdisciplinary
planning and assessment and residential services. The lowest
rated services were information on cutting edge innovations,
assistance to families and individuals on managing their own
services, transportation, crisis respite or emergency care, and
person-centered lifesryle planning.

Case managers of 468 sample members rated residential and in-
home services highest in overall qualiry. The lowest qualiry
components of the HCBS system were sharing qualiry assurance
results, skills of DSS, number of available direct support staff
(DSS), and qualiry of dental care.

Case manager ratings of qualiry of life were higher for individu-
als with lower costs, metro area residents living in corporate
foster care, and Greater Minnesota HCBS recipients living in
family homes, own homes or family foster care serrings.

In general there were very few differences in outcomes for
individuals by race or ethniciqF. The most prominent difference
was that case managers reported that individuals from non-white
racial or ethnic groups received poorer qualiry dental services.

What's Working?
Many of the stakeholders involved in this evaluarion reported overall
satisfaction with HCBS services. Consumers generally liked the places
they lived and worked. Most families were satisfied with transporrarion,
residential services and case management services. Families reporred
that most of the time and in mosr sertings staff members were under-
standing, respectful, professional and caring. Case mangers and counry
waiver coordinators reporred that when compared to ICF-MR services,
HCBS services were superior wirh regard to people having choices,
privacy, feeling at "home," parriciparing in their communiry picking
where and with whom they live, small size of home, and staffing ratios.
Eighry percent of case mangers rated HCBS supports as good or
excellent.

Adults receiving HCBS services had stable living environments (107o
had moved in the last year). Almost three-fourths of adulrs reported
having friends and being able to see rhem when they wanted to.
Furthermore , 94o/o of HCBS recipients who receive Supported Living
Services (SLS) (rypically in "corporare fosrer care serrings") had on-



going contact with their families. Almosr all of rhe HCBS recipients
participated in common community activities such as running errands,
going shopping, going our ro ear and going our for enrertainment.
More than half of the adult HCBS recipients in the sample had at-
tended a self-advocacy meering.

Challenges and Concerns
Families report rhat approximately one-quarter of HCBS recipients do
not receive support from formal service providers in finding and using
natural supports such as friends, family members, neighbors or commu-
niry groups. Achieving meaningful communiry inclusion usually
requires both natural and paid supporrs in peoplet lives. Shortages of
direct support staff, available staffworking excessive overtime hours to
respond to shortages, high turnover of experienced staff and limited
staffdevelopmenr are also having effects on people's opportunities.

Several findings suggesr that improvements should be made in
facilitating communiry inclusion for HCBS recipients. For example,
25o/o of families reported that residential out-of-home providers rarely
assisted their family members ro find friends, family members or
neighbors to add to their supporr nerworks. \flhile 4l%o of the adult
respondents reported that they were never lonely, 8% said rhey were
always or often lonely and 5lo/o indicated that they were somerimes
lonely. Providers reported that the mosr common barriers to accessing
communiry supporrs were roo few staff members (43o/o), behavioral
needs of the people receiving services (43o/o), and lack of consumer
interest (4oo/o).Increased efforrs ro supporr HCBS recipienrs in making
friends, building supporr networks and becoming fully participaring
citizens in their communities of choice are needed to reduce the
loneliness experienced by HCBS recipients.

Culrural and ethnic f"..orc associaied with perceived qualiry of
services and communiry inclusion could nor be adequately addressed by
this srudy because of the pracrical limits on sampling respondents from
ethnic and racial minoriry groups. However, very few outcomes were
statistically differenr for sample members from ethnic and racial
minorities. Among important statistically significant differences were
that case managers reported that persons with racially or erhnically
diverse backgrounds experienced significandy lower qualiry of denral
services. Further investigation is needed ro undersrand the qualiry and
outcomes of services for HCBS parricipants and individuals waiting for
HCBS supporrs who are from ethnically and culturally diverse back-
grounds.

Choice and Respect
This part of the evaluation gathered and reviewed information reflect-
ing the extent to which HCBS recipients and their families experienced
choice, respecr and sensitive supporr within the HCBS program.

Executive Summary o 19

'A 
person I support was dhualt

being piched on (hit and skpped

constant[t) by another client in

her preuious placement. She had

to moue form her preuious

pkcernent to here - not the ?erson
uho was hitting her."
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20. Executive Summary

'A 
consumer is communicating

that she doesn't uant tu leaue her

house to attend day programming.

Meetings haue been heH, afeut

dffirent approaches ltaue been

tried and she is still coming to day

program. She is still uery unhappy

about coming to day program. So

there has not been an outcome

and the consumer's needs are still

not being met."

2 man I support called his

mother on the phone for years and

uould ahuays listen to her but he

would neuer talh to her Staffgot

a Picture of her out one time

when he Lutts on the pbone tuith

her and he said, "mamma." His

mother was so happy she uas

crying. "

\

Figure 3: Consum"rpo$1, *"u" Choices About
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\With whom
to live

Key Findings
. Adults reported having friends and being able to see rhem when

they wanted. Almost all had ar leasr some conract with their
families.

' Case managers reported that 81.6% of HCBS recipients were
living in the place their family preferred.

. Many adulrs who receive services reported rhat direcr supporr
staff (DSS) and other non-residents of their home entered
without knocking Frsr (25o/o), thar rhere were resrricrions on
phone use where they live (l9o/o) or that people opened their
mail without permission (33o/o).

' Large proportions of adults reported having no input in major
life decisions about rvhere they would live (49o/o), work (J7o/o) ,
or with whom rhey would live (72o/o).

' Families reported rhar l7o/o of HCBS recipients were afraid of
someone in rheir residenrial or work setring.

. Families reporred rhey had rhe least amounr of choice in select-
ing a case manager (95o/o rarelylnever).

. People living in corporare foster care settings had significantly
fewer choices and experienced significantly more forms of
disrespect or insensitiviry (e.g., people entering the home
without knocking) than adults living in family homes, family
foster care settings or their own homes.

. Almost 20olo of consumers who were capable of using a tele-
phone reported rhat their telephone use was resrricred. This was
more likely to be true in corporate fosrer care serrings. Thirry-
three percent reported that someone sometimes or always
opened their mail without permission. Again this was more
likely to be rrue in corporate fosrer care serrings.

\Where to
work

Where to live



\While going to religious services was really or somewhat impor-
tant to 72o/o of consumers, only 55o/o reported going to religious
services.

Families reported having the greatest degree of choice about in-
home supporrs and the least choice about who their case man-
ager was, transportation services, and fypes ofvocational sup-
ports. Only 31 .5o/o of families reported having a range of options
regarding out-of-home residential supporrs, and only 49.60/o
reported choosing which agency provided out-of-home residen-
tial supports. Families in merro counries were significanrly more
likely to report having a choice of vendor for residenrial services
than those in other counries.

\fhile most family members reported being involved in deci-
sions about medical, dental, safery issues, house locarion, and
roommates, some reporred never being involved in rhese deci-
sions (including some who were the legal guardian for rheir
family member).

Many counry HCBS \Waiver coordinators indicated that rhey felt
that consumers and their family members already have control
over their services through the individual support plan (ISP) and
opportunities to choose provider organizations. However, many
counties reported that the realiry in their counries is that families
often have little choice in who provides them with supports.

Most parents reported that providers respected family choices
and preferences. However, educarional providers, specialized
therapy services and crisis behavioral services were rated as
relatively less likely to respect family choices and preferences.
Similarly, while mosr families reporred that most providers
respected consumer choices and preferences, educational provid-
ers and crisis behavioral services were relativelv less likelv to
respect consumer choices and preferences.

What's Working?
The abiliry to seek and maintain social developmenr and relationships is
instrumental to human development and sarisfaction. The majoriry of
adult HCBS recipients reported rhat they had friends and could see
them when desired and almost all had desired conracr with their
families. Minnesota HCBS recipients reported that they felt supported
in developing and maintaining relationships. A majoriry of families
reported being involved in making important decisions regarding the
health, safery and well-being of HCBS recipients. Parents reported thar
most service providers respected their choices and preferences and that
satisfactory complaint resolution occurs when there are differences.

Challenges and Concerns
Adult HCBS recipients deserve to be treated with respect. Reports from
25o/o of sample members who said people came into their homes

Executive Summary o f1
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without knocking, 10olo who said people came into their bedroom
without knocking and20o/o who said that although they are capable of
using their phone they are restricted in when and how they can do so
should be of concern. Many of the adults interviewed said that atrend-
ing religious services or events was really or somewhat important to
them, but they never attended religious services or events. People living
in corporate foster care settings reported significantly more indications
of disrespect (e.g., people entering the home withour knocking) than
adults living in family homes, family foster care settings or their own
homes. Increased awareness, training and expectations must be made to
improve the respect people with MR/RC who receive HCBS get.

A pervasive lack of choice was also evident in the experiences of
consumers and family members in the HCBS program. Few consumers
had choices about where and with whom they would live, where they
work, how many hours they would work, how they spend their days or
who would provide personal supports ro them. Furthermore, many
recipients are excluded from basic daily decision making about meals,
bedtimes, and privacy. For example, 54o/o wanted more time alone.
Improving sensitivities outcomes in this area should be a priority.

The lack of choice was not limited to people who receive HCBS.
Only 3I.5o/o of families reported having a range of options regarding
out-of-home residential supports, and only 49.60/o reponed choosing
which agency provided out-of-home residential supports. Families also
reported having little choice among agencies for case management,
transportation, and vocational supporrs.

Supports for Famil ies
This part of the evaluation gathered and reviewed informarion from
family members of HCBS recipients ro assess the extent to which they
as family members well supported by the programt services.

Figure 4: Staff Are Understanding
Most of the Time (Families)
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Key Findings
. Families reported that most of the time and in most serrings staff

were understanding, respectful, professional and caring.

. Families were generally satisfied with the exrenr to which our-of-
home residential services worked with the family in planning for
the future.

. Vhile generally sarisfied with rhe flexibility of employmenr, case
management and out-of-home residential services, families were
less satisfied with the flexibiliry of respite services, in-home
supports, and educational services.

. In 1999 Minnesota had a combined total of more rhan 200
children and youth 17 years or younger living in group homes
funded by HCBS of ICF-MR programs.

Figure 5: Percent of Families Satisfied
with Services Most of the Time

o 20  40  60  80  100

Percent Satisfied

What's working?
Being treated with respect and digniry is a critical componenr of service
delivery and customer service. High proportions of family members
surveyed reporred that in most settings staff were undersranding,
respectful, professional and caring. Their testimony confirms rhat in
general Minnesotat service provider organizations and personnel are
dedicated to supporting and enhancing the lives of people wirh disabili-
ties and their families. Families also reported general satisfaction with
the flexibiliry offered in employmenr, case managemenr and out of
home residential service.

Challenges and Concerns
Although substandal maiorities of families reported sarisfaction with
their services, more than 25o/o of families were nor satisfied with in-
home supports, respite services, specialized therapies, environmenral
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24 o Executive Summary

"The assistiue technology our ton

receiued through the Waiuer has

opened up man! possibilities for
his life."

"Our famiQ uas abh to attend a

Sotos Syndrome conference in

Seatth, WA uthere ue taere able to

become better educated on this

syndrome."

adaptations, adaptive equipment and education. These families reporred
that in-home and respire supporrs were rhe least likely to be flexible
enough to meet their needs as a family and the needs of their family
member with MR/RC. This is somewhat ironic given that in-home and
respite services are designed to be highly flexible and responsive to rhe
specific needs of families and individuals and shows how failure to be so
leads to consumer dissatisfaction. The perceived lack of flexibiliry is
undoubtedly attributed ro rhe general shortage of qualified staff to meet
the needs of respite and in-home recipients. Because of that shortage
families often get fewer hours than they have been authorized and are
often "forced to take what they can ger," the antitheses of the flexibility
these services are expecred to exhibit.

Families receiving respite or in-home family supports also report less
support from case managers and service providers in helping them to
plan for their future needs. AlthoughTgo/o of families reported that
most of the time case mangers helped them plan for the furure, 2lo/o of
families reported thar this occurred only some of the time or rarely.
Continued efforts are needed ro ensure that service providers and case
managers are attending to and supporring families in planning for their
future needs.

\X/hile the majoriry of families usually choose the respite provider
they use, 2lo/o reported never or only somerimes having a choice.
Similarly, while most families choose the person who will come into
their home to provide in-home supporrs, l0o/o rarely or never do, and
20olo choose only some of the rime. Given the intrusive nature of
having a person provide supporrs in the family home, assuring such
choice should be a prioriry. One such srraregy is to increase the oppor-
tunities for families and individuals to participate in consumer direcred
communiry supporr options where they are given the opportuniry to
choose who provides them with supports.

There were differences berween case ma
services and the family reporrs of satisfaction
that case managemenr services were rhe most likely to be of excellent
qualiry while families reported grearer satisfaction with out-of-home
residential supports and transportation than with case managemenr.
Conversely case managers rated transportation services as one of the
lowest qualiry services while families receiving transportarion services
rated it as the service wirh which rhey were most often satisfied. This
apparent discrepancy may be related ro an access issue. Thar is, low case
management ratings may reflect relative difficulty in accessing rranspor-
tation services while parenr satisfaction ratings are for those who
actually get transporration services. Environmental adaptations, assisrive
technology and adaprive equipment were rared near rhe bonom of the
list for both families and case managers. In-home and respite services
ranked in a middle range by case managers and near the bottom for
families.

Minnesota should make a special commirmenr ro assure that all
possible family supporr and substiture family alternarives oprions have
been exhausted before children are placed in non-family congregare
settings. A formal commitmenr ro rhe philosophy and goals of 'perma-

rrJhrrsa
assessments of HCBS i  ct l



nency planning" as has been made in states like Michigan should
substantially lower the number of children in Minnesota deprived of
the developmental benefits of family life.

HCBS Supports and Services
The supports and services section of this reporr includes key findings
and issues related to the rypes of supports and services HCBS recipients
receive.

Key Findings
. Eighry-three percent of HCBS recipienrs receive SLS services

and most (55.4Vo) live in corporare fosrer care sertings.

. Overall, 26.80/o of adult HCBS recipienrs interviewed worked in
supported employment or work crew or communiry group work
settings exclusively, 27.4o/o worked in both supported employ-
ment, work crew or communiry group work and hcility based
employment , 6ut 29 .5o/o worked but only in a center based
program, and 16.30/o were reported ro receive only non-voca-
tional day program services.

Figure 6: Where HCBS Recipients Work

E supported employment or work
crew

tr faciliry based day program

tr both faciliry based and supported
employment or work crew

I non-vocational day program
27o/o

Although only 75.60/o of all HCBS recipienrs lived with their
immediate family, more than 73o/o of chrldren did.

HCBS recipients from diverse racial and cultural backgrounds
were substantially younget on average than other HCBS
recipients (32.60/o were birth through l9 years compared with
14.3o/o of other HCBS recipients)

HCBS recipients from diverse racial and culrural backgrounds
were less likely to live in corporate fosrer care settings (55.1o/ovs.
66.10/o) or to live with a live-in fosrer caregive r (4.4o/o vs. 7 .7o/o),
but more likely ro live with their immediare family (27.7o/o vs.
15.Oo/o) or with a foster family (7.9o/o vs. 5.5o/o). Mosr of these
differences are atrributable to their younger age.

Executive Summary o 25
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26 . Executive Summary

"Ve prouide supports to a man

who for years turned doun seueral

s upported emp loym en t opportun i -

ties. tVe continued to pursue and

ffir chances for this person to

tuorh in the community. At the

last meeting he and his brother

agreed that heU giue it a try. He

got a job at Burger King and he

loued it!They started an employe

of the month auard and he u.,as

the frst recipient of the award.

When they asked him tuhat he

uankd as an incentiue or reu.,ard

he said a Burger King jachet. They

got him one. Now, you couldn't get

him to leaue Burger Kingfor

anfihing."

HCBS recipients in greater Minnesota urban counties were
significantly less likely to be in non-vocarional day programs
(8 .1%o) .

More than 600lo of HCBS participants were indicated to have
had a behavioral support plan. Prevalence for moderare ro very
severe challenging behaviors included: remper ourbursrs (37.9o/o),
physical aggression (27.60/o), verbal or gestural aggression
(31.0o/o), self-injurious behavior (23.3o/o), and properry destruc-
tion (21.8olo). Moderare ro very severe challenging behaviors were
more common among children receiving HCBS than adults.

Sixry-four percent of vocarional sites and 260/o of residenrial sites
reported consulting with a regional crisis team in rhe last l2
months. Twenry percent of vocational sites and 7%o of residential
sites supported a person who had been sent to an off-site crisis
program in the last l2 months.

During the previous year HCBS residential and vocational
providers reported resorting to crisis interventions for one or
more service recipients, including calling police to assist with a
behavioral crisis (18.1%o of sites), using an ambulance or police
to transport a person ro a psychiarric ward or a general hospiral
(l3.4oh), overnight stays in a hospital psychiatric ward (15.7o/o),

suspension or demission from the program (9.7o/o) and tempo-
rary placement in a regional rreatment center or the Minnesota
Extended Tieatment Oprions program (METO) (7.4o/o).

\X/hile fewer than 60lo of residential sites reported using any rype
of restriction or punishmenr controlled by Minnesota's Rule 40,
78o/o of vocarional sites used planned physical restraints (rhis
difference is likely explained by the fact that vocarional sites on
average supported larger numbers of people ar any given site).

All but rwo of rhe 2l HCBS waiver coordinarors interviewed
reported that the crisis prevention and intervention system was
working well for their counties. One county reported hearing
from providers that the prevention and response services were
"not good". One counry said that the crisis team was unclear
about their responsibilities and thar a "bed" was nor always
available when needed.

Overall, 54.60/o of families reported that their family member
received one or more form of specialized therapy. Therapies
received included occupational therapy (41.0o/o), speech therapy
(41 .0o/o), m e n tal heal rh co uns eling (360/o), physical therapy
(35o/o), behavioral therapy (28Vo) and other therapies (I4.Oo/o).

Overall, 33.3o/o of families reported that their family member
used some form of assisrive technology. A total of 21.3o/o re-
ported that their family member used environmenral adaptations
or modifications.



. Overall, 49.1o/o of all travel by HCBS recipients was provided in
site vehicles and24.5o/o was provided in sraff vehicles. Less than
107o of travel was completed using fixed route public rransporra-
tion, door-to-door public rranspormtion, door-to-door private
transporration or orher modes of transporration.

What's Working?
Most adults in the sample reported working in communiry settings at
least part of the time. Overall, 26.8o/o of adult HCBS recipients inter-
viewed worked in supported employmenr or group work crews exclu-
sively, 27.4o/o worked in both supported employment or work crew and
faciliry based employmenr, 29.5o/o worked but only in a center based
program, and 16.30/o were reporred to only receive non-vocational day
program services.

At the time of Minnesotat last HCBS evaluation in 199I-1992, rhe
state still had over 1,100 people in large srare institurions. one barrier
to moving those individuals to communiry homes was rhe lack of an
adequate crisis prevenrion and intervenrion sysrem for communiry
services. Since that rime, Minnesota has deveioped a crisis p..rr.rr,ion
and intervenrion sysrem using a mix of private and public specialists to
assist families and provider agencies in supporting individuals with
challenging behavior. This evaluation found that in 1999, providers nor
only reported access to the crisis prevention and intervention system,
almost half (42.3o/o) of all providers in the srudy reported using this
system in the last 12 months (37.60/o reported consulting wirh regional
crisis services, and 22o/o reporred using on-site intervention by crisis
team members).

The HCBS program is supporting in rhe communiry people who
would have once been institutionalized and is doing so without state
institutions as a "safery ner." In 1999 the extenr of challenging behavior
among HCBS recipients exceeds that of ICF-MR residenrs and include
people who have significant challenging behaviors including remper
outbursts (37.9o/o), aggressive-verbal/gestural behavior (3totol,physical
aggression (27.60/o), self-injury (23.3o/o), properqF destrucrion (21.8o/o),
inappropriate sexual behavior (12.5o/o), running away (9.9o/o), eating
non-food substances (6.60/o), and breaking laws (4.1%). Over 600lo of
HCBS recipients now have behavioral supporr plans, bur very few
people are reported ro presenr behavior challenges that exceed the
expertise within their provider agencies.

Challenges and Concerns
The most common living arrangemenr for HCBS recipients is a
"corporate fosrer care" home with shift staff (65 .4o/o of all recipients).
This is also the most cosrly rype of service. To assure resources to reduce
waiting lists and ro serve those children who are currently receiving
HCBS in their family when they become adults and seek ro -o.,. io
their own homes, service initiatives should focus ahernatives to corpo-
rate foster care as the predominanr mode of supporr.

Executive Summary . f7

"Finding residential seruices and

day training has been uery eas!.

Houeuer, finding other special

seruices has been uery dificub.

Sp e ech/co mmu n i cati o n s er7.lices

are auailable if we mahe a 120

mile round nip. Physical and

occupational therapy hds been

equally troubling. Local peoph

seem uery reluctant to uorh tuith

people with disabilities. . . sorne

haue directly stated to us tltat they

belieue physical therapy is a'utaste

of taxpayer dnllars."
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28. Executive Summary

"Michael liues in a group home

with 2 otlter young men. His

physical condi tio n is dercriorating

euery day. His staf puts forth
extra ffirt to see that he taorhs

out and swims at the YMCAfour

times a ueeh * the support of his

case manttger and group home

staffuas needzd n get him

enrolled fat the YMCA]."

Children who receive HCBS and are from racially and ethnically
diverse groups are more likely than children who are whire to receive
out-of-home supported living services. Investigation of this difference
may help in better understanding the reasons and perhaps assist with
developing outreach strategies to diverse racial and ethnic communities
to increase the proportion of people from these communities who
rece.ive HCBS.

The majoriry of HCBS recipients still receive faciliry based work or
non-vocational services (59.5o/o), in Greater Minnesota rural counties
this percentage is significantly higher (71.4o/"). Additionally, many
individuals reported that rhey wanred ro work in a communiry job but
did not. Greater emphasis on increasing supported, communiqy and
competitive work/day opportunities is needed.

Although most of the providers surveyed indicated that they could
internally meet the behavior support needs of rhe people they served,
28olo used other crisis intervention techniques in the l2 monrhs before
the survey. For example, ll.2o/o sent people to an off-site crisis program,
18.1olo called police to assist with a crisis, 13.4olo used overnight stays in
a hospital psychiatric ward, 9.7o/o suspended or demitted a person from
a program and7.4o/o temporarily placed a person in a stare operated
crisis center, a psychiatric unir or Minnesora Extended Treatment
Options (METO).

Health Supports
The evaluation gathered and reviewed information regarding the health
status of HCBS recipients and access to various health care services.

Key Findings
. Overall, 98% of adults living in corporate fosrer care semings,

and 84o/o of adults living in family fosrer care, wirh rheir families
or on their own had had a physical exam in rhe last year.

. Overall, B9olo of adults had been to the dentist within the
previous 6 months. People with less severe menral retardation
and less challenging behavior were more likely to have been to
the dentist.

Figure 7: Availabil ity and Quality of Health Care

I Dental Care

o Health Care

(0=poor/
not available,

4=excellenr)

Availabiliry Quality



Overall, 74o/o of aduk women had received a gynecological exam
in the past year. Older women, women with mild or moderare
mental retardation, and women living in corporate foster care
settings were more likely to have had a gynecological exam in the
last year.

Case managers reported the overall qualiry of health care sup-
ports for individuals in the HCBS program was good. They
reported that people with special medical needs experienced
higher qualiry health care supporrs.

Case managers reported that the overall qualiry of dental care
was between fair and good. Case manager assessmenrs of qualiry
of dental care were lower for people living with family members,
lower for non-ambularory people, higher for people who were
white, and higher for people who needed more inrense medical
supervision.

Figure 8: Percent Using Psychotropic Medications
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rePort

HCBS Consumer ICF-MR comparison
report data

Overall, 43o/o of aduks interviewed reported receivins medica-
tion for mood, anxiery or behavior problems. Pro,ridJrs reported
rhat 34o/o of all individuals they supported were receiving
psychotropic medications.

Case managers reporred that dental care was more difficult to
access than health care and physician services. They also reported
that dental services *er. les, available ro persons in Greater
Minnesota urban counties than in the other counry rypes.

Families whose family member with MR/RC lived wirh them
were less likely to reporr that rheir family member was healthy
than families whose member lived elsewhere (79o/o vs. 90%).

Executive Summary o f$
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'A 
person I support began tahing

new medication for some of her

problem behauior. The staffeb

slte was ouerrnedicated because lter

behauior became uery bizarre

afier she started on tlte new

medication. Staf reported it to

the nurse and the administration

but we were largely ignored. This

made staf burn out and angry"

What's Working?
The majoriry of families reported that their family member was usually
healthy and case managers reported that the overall qualiry of health
care available ro HCBS recipienrs was above everage (mean 3.06;
O=poor, 4=excellent). Almost 92o/o of adult HCBS recipients had a
physical exam within the past year, and 89olo had been to the dentist. As
a point of comparison the National Health Interview Suivey, Disabiliry
Supplement found that a total of 600/o of all non-institutionalized
people with mental retardation or developmental disabilities in the U.S.
had seen a general practitioner in the previous 12 months,360/o had
seen a specialist physician and 89.7o/o had seen one or the other or both.

Challenges and Concerns
Across indicators, health care access and qualiqy were reporred to be
better for HCBS participants living in corporare fosrer care serrings
than those living in other rypes of senings. Access to dental care was
reported to be worse for people rvith severe or profound mental retarda-
tion, people with more serious challenging behaviors, and people in
urban counties of Greater Minnesota. The qualiry of dental care was
reported to be better for people in corporate foster care serrings, people
who were ambulatory, people who were white, and people who required
more medical supervision. Qualiry of medical care was reported to be
better for individuals with special medical needs. Efforts should be
made to more fully evaluate access to medical and dental care (includ-
ing gynecological care) across the state, especially for persons with more
severe intellectual and behavioral disabilities. Access to gynecological
care for younger women, women wirh severe or profound menal
retardation, and women not living in corporate foster care settings may
also need improvement.

The final concern is the high use of medicarions for mood, anxieqy
or behavior for persons in HCBS settings. Both providers and indi-
vidual consumers (and their proxies) reported high rates of psychotropic
medication use (33o/o and 43o/o respecrively). In 1999, ICF-MR provid-
ers reported 34.4o/o of 2,945 Minnesotans living in ICF-MR serrings
received "drugs ro control behavior" (Karon & Beutel, 2000). In the
National Health Interview Survey Supplemenr on Disabiliry sample,
10.5o/o of people with MR/DD were taking prescription medication for
an ongoing mental or emorional condition. Since the screening docu-
ment does not ask about rhe use of psychotropic medication, however,
further analysis is beyond rhe scope of this srudy. Further resear€h is
required to examine changes in parterns of medication use over time.
Also an effort to better understand the specific rypes and classes of
mood altering drugs that are being used and for whar reason they are
prescribed. It is importanr to determine whether rhe mood altering
drugs (psychorropic medicarions) rhar are being prescribed ro HCBS
recipients today have high rates of extra-pyramidal side effects (e.g.,
tardive dyskinesia) or wherher they are rhe newer anri-depressanr, anri-
anxiery or anti-psychoric medicarions whose side eflbct profiles are
much less severe. Further examination of this issue should also consider



the extent to which psychotropic medications are being used without a
mental health diagnosis, and to what exrent they are prescribed by
general practitioners as opposed to psychiatrisrs, neurologists or other
specialists.

Service Coord ination/Case
Management
The service coordinator/case managemenr component of the evaluation
garhered and analyzed in formation on case managemenr services ro
identify aspecrs of their qualiry and availabiliry. The roles and functions
that case managers play in the lives of HCBS recipients were also
studied.

Key Findings
. Eighry-four percenr of HCBS recipienrs had at least one visit

from their case manager in their home in the previous 6 months
and 93o/o had at least one visit in their work setting.

. About half of HCBS recipients had one or more nonscheduled
visits from their case manager to their home (48olo) or to their
day program (50o/o) in rhe last six months.

' Overall, 75o/o of consumers said they could talk to their case
manager whenever they wanted rc,85o/o said their case manager
helps them with their needs and 57o/o said it is easy ro conracr
their case manager.

. Eighry-seven percenr of consumers reported they had a planning
meeting in the last year. Of tho se, 90o/o attended the meeting,
44o/o reported choosing the rhings in their plan, and 2lo/o chose
who came to the meeting.

Figure 9:  Consumer Choose the Things in His/Her
Individual Plan

Sometimes

37o/o
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"We orten don't get current up to

date ISPs fom cltse managers and

wlten we do it seems they just

change the date and nothing eke.

In fact I was worhingfor a

prouider once tl)at changed the

name of their compdn! and two

to three years later we still were

getting ISPs that had the old

company's name on them."
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Almost allof the case managers had developed an ISP for the
recipient in the last l2 months (94Vo) and assessed the person's
progress (86oh). About three fourths had supported family, staff
and administrators to meet needs (79o/o), had determined
eligibiliqy for services (77o/o), or had reviewed the health or safery
of the person in context (74o/o).

Case managers reporred average caseloads of 53 people, with a
range of 22 ro 89 people. The average caseload inc.luded HCBS
recipients, ICF-MR recipients, people who receive SILS, and
individuals who did not have mental retardation or related
conditions.

The rypical case manager had supported individuals with MR/
RC for 100 months, and supported persons receiving HCBS
funded supports for 76 months.

Families reported rhat most of the time case managers provided
culturally appropriate service (2.93 out of 3), delivered satisfac-
tory outcomes (2.86), and rvere responsive to the family needs
(2.78). However, families of HCBS recipients who were non-
white reported significantly less satisfaction with the exrenr to
which case management services were delivered in a culturally
appropriate manner.

Families were less satisfied that their case managers knew about
the availabiliry of services, supported what the family wanted or
needed or provided information in a manner that was easy ro
understand.

Figure 10: Family Satisfied with Case
Management Overall

Some of the
Rarely time

4o/o l0o/o

Most of the
t ime
860/o

\y/hile both residential and vocational providers rated case
management services as good overall, residential providers were
significantly less sarisfied than vocarional providers with conflict
resolution involving case managers.



Case managers in rural counties were more likely to have assisred
in determining eligibiliry developed a HCBS budget, made a
nonscheduled visit to a day program, and made more frequent
contacts (e.g. phone, lerrers, meeting artendance) than case
managers from orher rypes of counties.

Case managers in metro counties were significantly more likely
to have presented families and individuals with oprions for new
services, taken action to prorecr the rights ofa person they
served, and to have received, reviewed and resoonded to vulner-
able adult reporrs.

Case managers in metro and greater Minnesota urban counties
were significandy more likely to have assisted with a crisis
situation than case managers in the rural counties.

Case managers were more likely to have arranged diagnostic
assessments and to have made individual conracr with HCBS
recipienrs from diverse racial or ethnic groups than with other
HCBS recipients.

Case managers were more likely have developed a HCBS budget,
presented options for new services or arranged for new service
providers, assisted with completing forms or required paper-
work, and assisted in a crisis for individuals living in their family
homes.

Metro area case managers were more likely to have a caseload of
only people with developmental disabilities (g0o/o) than were
case managers of urban counries of grearer Minnesota (82olo) or
of rural counties (50Vo).

What's Working?
Despite the caseload size and demands on case managers, Families,
providers and individual recipients all report general satisfaction with
case management services (on average "good," but rarely "excellent").
Most families are sarisfied with case manager services and supports mosr
of the time and find their case manager responsive to family needs most
of the time. Case mangers are reporred generally ro be able to find
opportunities ro visit HCBS recipients in their homes (84% of sample
members were visited in the previous 6 months), and 50o/o of sample
members were visited more rhan nvice. About 45o/o of case manger
visits lasted an hour or longer.

Challenges and Concerns
case managers for individuals living with their families were more likely
to develop budgets, help fill our forms and paperwork, present oprions
for new service providers, arrange for new services and assist with crises.
Individuals who receive services in the family home were least likely to
satisfied with their services. This raises quesrions about the function of
case management with respect to people who receive in-home supporrs
and the extenr to which the supports provided by case managers
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"Ifound out tbat in a 3-month

period the count! had been paid

about 91,000 for the case
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$30 uorth of case management
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"I requested a specific county cate

manager because tltat person hnew

my daughter. This request was

denied by the counE, because there

had been no preuious complaints

about the exiting case manager

assigned to my daughter."

respond to special circumstances and needs of families.
Clearly, case manager roles varied significandy by ryp. of counry

region. This variation likely creates different experiences, expectations
and outcomes for service recipients and their family members. But
stakeholder group interviews and surveys indicate that across the srate
case managers have a great deal of responsibiliry. They are a viewed as
having an essential role in assuring qualiry and outcomes for HCBS
recipients. Many counties report that their case managers make deci-
sions about who is the greatest prioriry ro receive HCBS services. They
are the county's link with service recipients and with the service provid-
ers with which the county conrracrs.

Given significant role of case managers in developing and following
up on the implementation of individual support plans as well as in
ensuring qualiry of services the average Minnesota caseload is high
(average of 53 with a range of 22-89).In a 1996 survey of states by the
National Association of State Directors of Developmental Disabilities
Services only 12 of 42 reporting srares had average caseloads grearer
than 53 including 5 that were slighdy higher (53.3 to 55.5) (Cooper &
Smith, 1996). Stakeholders perceive caseloads as roo high. High
caseloads are reflecred in the findin g that 33o/o of HCBS recipients
report that it is not easy to contacr rheir case manager.

Not only are caseload sizes high, there is grear diversity in the people
on those caseloads. But only 5lo/o of case managers reporr that their
county has a process to determine appropriate caseload size. Variations
in service recipient needs also require case managers to have eclectic
skills and a great deal of knowledge. In that regard, it is notable that
40o/o of case managers reporred thar they found rheir educarion to be of
limited or no use in preparing them for their current roles.

Although satisfaction with case management is generally !'good," ir
was rarely rated as excellent. Obviously meeting peoplet expecrarions
for individualized case manager supporr while maintaining caseloads
that average more rhan 50 people is difficult regardless of individual
skills, knowledge and commitments. Among the areas which case
management services tended ro be rared less positively were rhose
related to receiving information from case managers that is easy ro
access and understand (lowest in family satisfacrion), supporr for
creative ideas (lowest in provider satisfaction), presenring options for
new services and/or providers (provided to only 50%o of sample mem-
bers in the year prior to the survey), or visiting new porenrial service
sites with HCBS recipients (provided to only l8o/o of sample members
in the previous year). These are areas of essenrial performance in
increasing consumer control and implementing the Consumer Directed
Communiry Supports HCBS service oprion. Of relared concern was
rhat 45o/o of HCBS recipients interviewed reponed that they were nor
involved at all in choosing who atrended their planning meetings. Only
l8o/o of the people interviewed reported that they have a role in chang-
ing the goals in their individualized plan. Obviously attention to the
knowledge, attitudes, skills and working conditions of case managers
will need to be parr of any state effort ro fulfill the srate's commirment
to person-centered HCBS.



Provider Agencies
The evaluation gathered andanalyzed information from provider
agencies at the service site level to identif, rhe nature and scope of
services provided, and the demographics and characrerisrics of direct
support staff who provide HCBS services.

Key Findings
Provider Agency Size/Scope

' Sixty-nine percenr of residential Supported Living Services (SLS)
sites supported four people. The qypical sire employed 6.5 direct
supporr staff (DSS), one supervisoq and three on-call DSS.

. The typical vocational site supported 29 people and employed
11.6 DSS, one superv isor  and 2.5 on-cal l  DSS.

. \X/ith few exceptions counry waiver coordinarors and case
managers reported that they considered individual recipient and
family opinion when selecting provider agencies for HCBS
recipients. This was particularly rrue for in-home services, respite
and other more individualized services. More variation exisrs in
the extent to which individuals and family opinion was consid-
ered when SLS services are selected.

. Almost all HCBS waiver coordinators reported substantial
difficulry finding existing providers ro meer the amount and rype
of demand for HCBS services.

. Many counry waiver coordinators noted particular difficulry in
finding providers qualified to address the needs of people with
high medical andior behavioral support needs.

. Some counties reported difficulry in finding providers ro supporr
individuals in very rural areas and on American Indian reserva-
tions.

DSS Recruitment and Vacancy
. In this srudy, 75o/o of all providers reported finding qualified

applicants for DSS positions was a challenge compared rc 57o/o
of residential providers in 1995.

. Despite families reporting serious problems getting in-home
supporrs, case managers said families not getting authorized or
needed services, and families not finding people to hire was a
moderately serious to serious problem.

. Providers reported paying for an average of 46.1 hours of
overtime per site in the month prior to rhe survey. Overtime
hours constiruted substanrially higher proportion of toral hours
paid in residential site than in vocational serrings.

r Average costs for recruirmenr of a new DSS include d $334 oer
monrh per site for overtime and $250 per monrh for local
advertising (excluding advertising costs paid by parent agencies).

Executive Summary o J5

'As a single mom I haue hst three
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\{hile 43o/o of vocational providers reported using temporary
agency employees, only 4o/o of residential providers did.

Residential provider vacancy rares were 13.9o/o in metro coun-
ties, 6.O0/o in urban counries of grearer Minnesota, and 8.4o/o in
rural counties. Abour 4.5o/o of alI DSS hours went unfilled (due
to vacancies or staff absences) in the week prior to the survey.

Residential providers received 2.5 applicants per position in
metro counties, 4.1 applicants per position in urban counries of
greater Minnesota, and 3.0 applicants per position in rural
counties.

The number of applicants per opening was higher in vocational
agencies, and agencies rhar paid higher DSS starring wages.

DSS Wage and Benefits
. Starting wages for residential DSS averaged $S.13 and mean

wages of allstaff averaged $8.81.

. Starting wages for vocarional DSS averaged $8.89 and mean
wages of all staff averaged $10.49.

. Startingwages in residential seftings grew 15olo berween 1995
and 2000; average 'top 

wages" rose only 9.6% during those
years. According to the Minnesota Department of Economic
Securiry the average wage for all Minnesotans increased by
22.4o/o benveen 1995 and 1999.

. Overall, 640/o of residenrial DSS and 83o/o of vocational DSS
were eligible for benefits.

. Thirteen percenr of DSS were currenrly students. lWhiIe 32o/o
said their employers offered ruition reimburseme nr, only 60/o
actually received ruition reimbursement in the previous year.

. Metro area DSS were significandy less satisfied with their pay
than DSS in greater Minnesota.

Figure
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DSS Retention
. Forry-six percent of providers said DSS rurnover was a problem,

and 28o/o reponed DSS uaining was a problem for rhem.

' Case managers reported that the high number of different DSS
in the lives of consumers, recruiting family foster providers, and
recruiting residential and in-home sraffwere serious to extremely
serious problems facing the HCBS program.

. Vhile 40olo of DSS said their job responsibilities and working
conditions turned out to be what they expected, 45o/o said they
were only somewhat as expected, and 10olo said they definitely
were not as expecred.

. DSS turnover for 1999 averaged 44o/o in residential settings and
23o/o in vocarional sertings.

Figure 12: DSS Turnover Rates in 1999
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Residential Vocational

Tirrnover was significandy higher in sites offering lower average
wages, serving people with more intense supporr needs, and in
metro counties.

Forty percent of all residendal DSS and 35o/o of vocational DSS
had been in their jobs for less than one year.

Many families reported rurnover was a problem including 50%
of families whose family member received out-of-home residen-
tial services, 48o/o of families receiving in-home supporrs, and
35o/o of families receiving respite services. Families in urban
counties of greater Minnesota were more likely to say that
turnover was a problem.
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"Our child has had the same staf

personfor tbe past nao yearl Tbis

counselor has helped her grou,

deuelop, become more social,

understand cause and ffict such

at contequencer to her behauior.

She has taught her to thinh about

how things could happen and to

mahe better cltoices."

. DSS were mosr satisfied with their relationships with their co-
workers, the availabiliry of their direct supervisor, and the
attitudes of consumers about their agency. They were leasr
satisfied with their pay, the supporr they received from agency
adminisrrators and managers, the support they received from
case managers, the benefits rhey received, and the morale in their
office or program.

DSS Demographics
. DSS in vocational settings were more likely to have a four-year

degree than DSS in residential settings (42o/o vs.20o/o).

. Twenty percent of DSS were from non-whire racial or ethnic
groups.

. Overall, 49o/o of residential DSS, and72o/o ofvocarional DSS
were full-time emolovees.

DSS Training and Education
. Sevenry-one percenr of all DSS were cerrified to adminisrer

medications.

. Residential providers offered more rhan five hours per year of
training on crisis intervenrion and behavioral supports, medica-
tion adminisrrarion, agency policies and procedures, health and
CPR. They offered fewer rhan 2.5 hours of training per year on
respecting people with disabil it ies, communiry services and
nerwo rki n g, em powerment and self-determination, and advocat-
ing for people with disabil it ies.

. Vocational providers offered more rhan five hours of training per
year on CPR, organizational participation, and program imple-
mentarion. They offered fewer than 2.5 hours of training per
year on respecring people wirh disabil it ies, blood borne patho-
gens, heakh, assessing medical conditions, righrs of individuals
with disabil it ies, and advocating for people with disabil it ies.

. DSS reported they were mosr knowledgeable about respecting
people wirh disabilities (average rating3.59 out of 4 with
indicacing "advanced" knowledge), abuse and neglect (3.56), and
consumer safery (3.50).

. Direct supporr sraff reported thar they feel least knowledgeable
about organizational participation (2.62), vocarional, educa-
tional and career supporrs for people who receive supporr
services (2.77), education, training and self-developmenr for staff
(2.91), communiry services and nerworking(2.93), and assessing
rnedical condirions Q.9(r).



Fifry-nine percent of DSS agreed or strongly agreed that their
organization's orientation and training program is excellent.
However, 35o/o said the agency should improve irc current
training program and 22o/o said the agency should develop a new
training program.

Other
t Case managers in metro area counties were more concerned

about staffing issues (e.g., recruitment, rerenrion, training) than
case managers in other regions.

. Almosr all counry waiver coordinators reported a decline in the
qualiry and quantiry of staff being hired. Several noted that the
qualiry of supervision provided to DSS has declined.

What's Working?
Both residential and vocational service providers reported that they

delivered a large number of hours of training to DSS. On average, each
residential site offered 103 hours oftraining per year and each voca-
tional site ofltred 8l hours of training per year on a variety of topics. In
general, DSS reported that the orientation and training they had
received helped them to complete most of their specific job responsibili-
ties, develop interaction skills with the people who support and improve
the qualiry of life of the people they support. About half of the DSS
rated their agencyt training program as excellent. Direct support staff
also report that their supervision, benefits, co-workers and supervisor
relationships, schedule and flexibiliry opportunides for on-going
development, morale, and support from supervisors and families are
"good."

Challenges and Concerns
AII of the stakeholders who participated in this evaluation reported
concerns about the severiry and effects ofdirect supporr staffvacancies,
turnover, and difficulties in recruiting needed staff members. Direcr
support staffrurnover was reporred to be 44o/o in residential settings
statewide, and vacancy rates for metro area residential providers ex-
ceeded l3o/o. Many families reported rurnover was a problem, including
50o/o of families whose member received out-of-home residenrial
services, 48o/o of families receiving in-home supporrs, and 35o/o of
families receiving respire services. The rurnover rares were higher in rhe
urban counties of greater Minnesota.

Sevenry-five percenr of providers reported difficulry finding qualified
applicants for DSS positions. Many counties reported an inabiliry to
develop new services and supports or significant delays in doing so
because of difficulties in finding qualified sraff AII counry waiver
coordinators interviewed reported that they had seen a decrease in the
quality of HCBS because the qualiry of both direct support staff and
supervisors is steadily declining. In addition to DSS shorrages, counry
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"My son tuas badly burned in a

group home because there was not

enough staff"

Figure 13: Workforce Problems in Agencies

DSS Training

Finding
Appl icants

waiver coordinators reported nursing shortages, severe housing short-
ages, and difficulry finding providers qualified to address the needs of
people with high medical or behavioral needs. Stakeholders perceived
staffing issues as one of the grearesr barriers to growth and sustainabiliry
of the HCBS program. Significant coordinared statewide efforrs are
needed to address the workforce crisis to ensure that rhe HCBS pro-
gram can be sustained.

\fhile DSS receive substantial amounrs of training, relatively little of
it is reported to focus on essential DSS skills such as formal and infor-
mal assessment, advocating for people wirh disabilities, communiry
services and nerworking, and empowerment and self-derermination.
Over one-third of DSS said training should be improved and22o/o said
their employer's training program should be replaced. Today DSS are
expected to assure that individuals are respected, become full citizens
within their communities and are supporred in achieving rheir desired
life goals. To fulfill such expectations, DSS need skills beyond medica-
tion administration, positioning lifting and transferring. DSS need
skills in advocating for people they support, and in nerworking within
communities to assist people in developing natural supports, reladon-
ships and friendships. They need to understand principles such as self-
determination and must be able to take concrere daily acrion to foster
the self-determination of the people they support. DSS must learn to
work cohesively with their peers and supervisors ro ger their jobs done.
Efforts are needed to continually share and/or develop tools and
resources for agency trainers and DSS to narrow these gaps and assure
effective comperency-based training for all.

There were significant differences nored in staffing ourcomes (turn-
over, recruitment, satisfaction, training) between agencies that pay
higher wages and relatedly beween vocarional and residenrial providers,
and berween private and public providers. These differences suggest a
need for attention in policy on wage equiqy berween service qypes.
Additionally, while many of the people who left positions left within the
first six monrhs of employmefi,59.lo/o had been in cheir positions



more than ayeer. The average high wage for long term DSS in service
sites increased only 9.60/o between 1995 and 2000 an average increase
in starting DSS wages of 75o/o. Salary compression is an importanr issue
for retaining experienced DSS. Wage compensarion also appears to be a
major challenge to maintaining a skilled workforce. Systemic arrenrion
to the important challenges of worker compensation should include
incentives for workers ro stay in their existing positions.

Quality Assurance and Monitoring
of Services
This section reviews key findings and issues in the area of qualiry
assurance. Topics include fear, safery, victimization and injuries, deaths,
maltreatment reporting and the performance of the qualiry assurance
and monitoring system for HCBS.

Key Findings
Fear and Safety

. Forty percent of DSS and 49Vo of provider agencies (residenrial
and vocational) reported that consumer-ro-consumer violence
was a problem (8olo and 100/o respectively said it was a moderate
or severe problem).

. V/hen asked, "Does anybody where you live hurr you," 85olo of
consumers said nobody hurt them, 7o/o said a roommate had,
3o/o said staff, and 5o/o said someone else had.

. Families reported rhat l7o/o of individuals in out-of-home
residential settings were afraid of someone (including I 1olo who
were afraid of their roommates) and 12o/o of individuals were
afraid of someone ar work (includingSo/o who were afraid of a
co-worker).

Figure 14: Consumer to Consumer Violence
Problem: Provider Report
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Ninery percent of all consumers felt safe where they live, and
760/o reporred feeling safe in their neighborhoods (l lolo said they
felt unsafe in their neighborhood).

Twenry-one percent of families who had a family member who
received crisis behavioral supports reported that their family
member was afraid of someone in rheir crisis behavioral service
setting.

Almost all family members reported that their family member
felt safe most of the time while receiving transportation supports,
in their employment or day program, in out-of-home residential
settings, and ar school.

Victimization and Injuries
. Sampled vocational service providers reported that 17 of 3,301

individuals (0.5oh) in their programs had been victims of crimes
serious enough for them to report it to law enforcement in the
previous year. Residential providers reported that 38 of 6l 1
individuals (6.2o/o) were victims of crimes reported to law
enforcement. By comparison, 31%o of Minnesotans reported they
were a victim of a crime in 1992.

' The most common cause for a criminal conviction in Minnesora
was for larceny theft. In both residential and vocarional seftings
the most commonly reported crime was simple assault.

. Several counry waiver coordinators attributed an increase in
incident and maltreatmenr reporrs to labor shortages.

Processed Maltreatment Reports
'  In 1998, 508 vulnerable adult (VA) or maltreatment of minor

(MOMA) reports were processed for persons in HCBS funded
adult foster care setrings (including "corporare fosrer care") and
68 were processed for HCBS recipienrs living in other types of
settings).

. In 1998, berween 160/o and l8%o ofVA or MOMA reporrs
processed by DHS for day program, ICF-MR, SILS, and HCBS
adult foster care setrings were assigned for derailed invesrigarion
as compared wtth 22o/o of DHS processed reporrs for orher
HCBS recipients.

. Reports determined not to involve maltreatment as defined by
VA or MOMA statutes could either be screened our (no further
action needed), or referred by the DHS investigations unit to
another state unit or counry agency for furrher action. Mosr
reports that did not involve malrrearment for ICF-MR sertings
were screened out rather than referred, but almost all reports
involving HCBS adult fosrer care serrings rhat did not involve
maltreatment were referred to counry licensing unirs or orher
agencies for further acrion.



In 1998, 1,856 reports reviewed by DHS and determined nor to
involve maltreatment were logged. Of those, 493 were screened
out and 1,363 were referred ro orher agencies. The most com-
mon type of complaint referred ro orher agencies involved
allegations of neglect, unexplained injuries, physical abuse,
emotional/verbal abuse, or client-to-client abuse. The majoriry
of those complaints were referred to counry adult foster care or
the DHS CSMD unit for further acrion.

In 1998, 62 cases of maltreatment were substantiated for HCBS
settings, 32 cases were subsrantiated for ICFs-MR, 7 were
substantiated for day program setrings, and none were subsranri-
ated in SILS settings.

The rare of substantiated malreatmenr per consumer was 8 per
1,000 for ICF-MR setrings and 10 per 1,000 for HCBS serrings
in 1998. The rate of substantiated maltreatmenr per consumer
per year averaged 15 per 1,000 in ICF-MR setrings between
1993 and 1998; l0 per 1,000 in HCBS adult fosrer care settings
berween 1996 and 1998; and 4 per 1,000 in HCBS setrings nor
also licensed as adulr foster care sertings berween 1993 and
l  998.

In 1998, 5lo/o of all substantiated maltreatmenr cases involved
neglect, 160lo involved physical abuse, 4o/o involved sexual abuse
and 3oo/o involved some other kind of maltrearmenr.

Case managers for 260/o of HCBS recipients reported receiving
and reviewing a vulnerable adult reporr on that person in the last
12 months, and 21o/o responded ro an issue raised in rhose
reports.

Deaths

. Between 1995-98, four deaths involving people with MR/RC
who received HCBS services were judged ro have occurred as a
result of maltrearmenr. The total number of HCBS recipients
who died berween 1995-1998 was 74.

. The average number of deaths per 1000 service recipients in
HCBS benveen 1995 and 1998 was 3 per 1,000 while the
average number of deaths in ICFs-MR during those years was 10
per 1,000. As a point of comparison, during 1998 rhe average
number of deaths in Minnesota per 1,000 people was 8 and in
the U.S. the total number of dearhs per 1,000 people was 9
(Murphy,2000).

. In almost all of rhe counries it was reported by waiver coordina-
tors that when a report is made ro rhe common entry poinr, ir is
almost immediately referred to the HCBS waiver coordinator
and to the applicable case manager.

. HCBS waiver coordinarors identified problems with rhe statet
maltreatment reporting and investigation system and were
generally dissatisfied with it.
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'A 
person began liuing ltere about

tltree years ago. When she frst
moued in she had a hngtfu list of

inappropriate behauiors. She had

had episodes of cutting her wrists,

daily uerbal abuse toward others,

P roP ert! des tructio n, s te aling

etc... She presented us with a lot

ofchallenges and had neuer been

able to liue in any other commu-

nity settingfor more than a yar.

Ouer the past three years she has

madz remarhable progress. Her

behauiors are almost extinct uitlt

the exception of some uerbal abuse

euer! once in awbile. This is the

mott grairtring exlterience to see

an indiuidual grota and learn

and is a reminder that people

with DD are capable of improu-

ing their liues."

DSS Maltreatment Reporting
. Ninety-nine percent of direct suppoft staffmembers surveyed

reported they knew how to report incidents of maltrearmenr.
However, of those who actually reported maltreatment, only
630/o said they received any feedback regarding what was done in
response to the reporr they filed.

Figure 15: Fairness of Maltreatment System:DSS

Mostly Unfair
30h

Definitely Unfair
2o/o

Mostly Fair
360/o

Definitely Fair
59o/o

. Twenty-nine percent of DSS reporred they were afraid they
might lose their job if someone fi led a complaint against rhem
whether or not rhe report was rrue or substantiated. However,
95olo reported they thought the maltreatmenr investigation
system was fair to definirely fair.

r Twenr/-six percent of all DSS reported they had observed an
incident of abuse or neglecr. Of those, 7o/o (2o/o of all DSS) said
they were prevented or discouraged from reporring the incident
by their supervisor and 2o/o by their co-workers. Only 63a/o of
DSS who filed a report received any information regarding their
rePorr.

System Evaluations
. Providers said Minnesotat qualiry assurance (QA) system was

good in several areas. The highest ratings were for state reviewers
knowing the rype of serting, and rhe qualiry of counry licensing
efforts. Service providers said technical assistance provided by
the state was fair. Providers in greater Minnesota rural counties
were more sarisfied rvith QA efforts than rhose in orher regions.

. \il4'rile 84o/o of case managers reporred rhar they should moniror
service qualiq' only 690/o said they actually did. Similarly, while
9 I o/o of case managers thought the stare QA system should
gather information from and provide information ro families,
only 53o/o said the state QA sysrem actually did so.



Case managers rated six components of Minnesotat QA sysrem
good, and nine components only fair. The highesr rarings were
for assuring appropriate and regular health and physician
services, and assuring that there is a system for consumer
complaints and investigations about the qualiry of services. The
lowest ratings were for recognizing exemplary performance,
providing qualiry training to case managers, and assuring thar
consumers have access to QA information when selecting
agencies to serve them.

On average case managers rated Minnesotas system for assuring
effective reporting and follow-up of incidents involving vulner-
able adults as fair.

Figure 16: QA System Assures Effective Reporting
and Follow-up on VA Incidents: CM

Good
42o/o

Fair
330h

t.;;t);"'

Most county waiver coordinators reported that rheir sysrem for
monitoring qualiry was informal, usually occurring through
unannounced visits to sites by case managers and rhrough asking
questions of recipients and family members at meerings. Two
county HCBS waiver coordinators reported that they did not
have an effective QA system within their counries.

Most counry waiver coordinators reporced thar families and
consumers were nor formally involved in monitoring and
evaluaring HCBS services.

Primary strengths of HCBS QA according HCBS waiver
coordinators included experienced, long-term case managers
who know what is happening, an informal counry system rhat
makes people comfortable sharing information, random visits by
case managers, good communicarion with service providers at
the county level, building high expecrations inro contracrs, and
community members.
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The primary weakness of HCBS Qf. according HCBS waiver
coordinators was the large caseloads of case managers that makes
it difficult for rhem to conduct the amounr of monitorine rhat is
needed.

County waiver coordinators observed that high rurnover of staff
and frequent reorganization at DHS-CSMD result in counties
not getting answers to questions, having difficulry finding the
right person to talk to, and getting mixed messages.

Over half of the HCBS waiver coordinators reported rhat their
Regional Resource Specialist (RRS) provided good supports and
was helpful. However, many indicated that their RRS was
stretched too thin and was nor available as needed.

What's Working?
Consumers and family members reported that the vast majoriry of

HCBS recipients lived safely and wirhout fear in their homes and in
their neighborhoods. Service providers in rural counries are much more
likely to be satisfied with a number of dimensions related to qualiry
assurance and monitoring functions. Most direct supporr staffmembers
reported that they knew how ro report suspected maltrearment. Several
HCBS coordinators reported their counties were conducdng qualiry
assurance and enhancement interventions, For example, one counry had
developed qualiry assurance teams that specifically included and paid
family members and consumers in their qualiry assurance process.

Challenges and Concerns
Consumer-to-consumer violence should be of concern. Seven percent of
HCBS recipients included in this study reported they had been hurt by
their roommate and l2o/o of families reporting that recipients were
afraid someone would hurt them in their out-of-home residential
placement. In other words an estimared 979 of HCBS service recipients
are living in places where they are afraid of a roommate. Given the
estimate that 37.9o/o of all HCBS recipients have moderare ro very
severe problems with remper ourbursrs, 3lo/o engage in verbal or
gestural aggression, and28o/o engage in physical aggression, rhis is a
widespread challenge (please note, rhis is a duplicare counr estimate).
Choice about where and with whom you live is a fundamental aspecr of
self-determination. Recognizing and responding to the facr thar self-
determined people rarely choose to live in places where they are afraid
of the people with whom they live is an obvious aspecr of promoting
self-determination. A basic expectation of service providers, counries
and the state should be that prevenrion and intervenrion to address
issues regarding consumer to consumer violence or fear of violence
occur and that no one rvho receives HCBS should be forced to live with
people they fear.

The overwhelming majoriry of the crimes reported by providers for
which HCBS recipients were vicrims were simple assaulr and larceny.



The seriousness of consumer-to-consumer violence and reported and
substantiated incidents of maltreatmenr by staffdemand betrer under-
standing of how people's lives are truly affected by crime, violence and
other aversive interpersonal circumstances and what and how should be
the appropriate responses. The present maltreatment reporting sysrem
for vulnerable adults does adequarely identify or respond to such issues.

Case managers and county waiver coordinators expressed significanr
concerns about Minnesota's qualiry assurance sysrem. Some of their
concerns may be relared to a lack of common understanding berween
counties and the state about the role each plays in maltrearment
investigations and in assuring overall quality in the HCBS waiver
system. The issue is very complicated because so many different people
have roles (e.g., state and counry licensing staff counry MfuDD case
managers, state maltreatment unit investigators, common enrry poinr
personnel, State Office of the Ombudsman). Establishing more effecrive
communication berween people in these various roles may help in borh
clearing up misunderstandings, and in finding ways ro make the qualiry
assurance system more effecrive. In addition to improving communica-
tion, a direct response ro concerns expressed by stakeholders is needed.

Reporrs from common enrry points that were derermined nor to be
maltreatment by the DHS Investigarions Unit (based on rhe definirions
in the Vulnerable Adult Act or Maltrearment of Minors Act) were
referred to many different agencies. Review of the logs regarding those
referrals made it clear that some involved incidenrs (such as neglecr or
consumer-to-consumer violence) or injuries rhat likely warranr follow-
up, l icensing action, training interventions or orher action by rhe srate,
the counry and/or the service provider. Future efforts to examine
Minnesota's qualiry assurance system should specifically review the
mechanisms at the state and counry level that ensure that incidenrs
serious enough to be referred for further acrion are addressed, resolved
and systemically tracked to identify important trends and issues.

Although almost all of direct supporr staffmembers reporr rhar they
know how to file a vulnerable adult report, 27o/o of DSS srared they did
not receive any Feedback from their agency, the counry common enrry
point or the state regarding whar happened in response ro a vulnerable
adult report that they filed. Ail reporters of vulnerable adult malrreat-
ment issues should receive accurare and timely feedback as ro whar
happened with the reporr and what the outcomes of the siruation are,
even if the report was screened our. Currenrly, the legal requiremenrs
regarding feedback require DSS to specifically ask for feedback from rhe
counry and state regarding what happens wirh a specific malrrearment
report. This legal requirement needs to change ro ensure thar feedback
and follow up to reporrers occurs irrespective of if they ask for it. Of
additional concern, 29olo of DSS said they were afraid theyd lose their
job if a maltreatmenr reporr was filed against them even if it wasn'r
substantiated. Lastly, though small in percenrages, clearly a number of
DSS reported thar they had witnessed abuse or neglect and had been
prevented by a co-worker or supervisor from reporring the incidenr.
These are violations of the basic foundation of a successful malrreat-
mena reporting sysrem and need fi.rrther investigation and intervention.
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Although 83%o of case managers said they should moniror consumer
and family satisfaction of services, only 680lo reported that they actually
did so. This difference in expectation and realiry seems related to
average caseloads of Minnesota's case managers that considerably excess
the national average. Other discrepancies were evident berween what
case managers thought should be a part of the qualiry monitoring
activities within the HCBS program and what were acrually compo-
nents of that system. Only 52.7o/o of case managers reported that rheir
county utilized a consumer advisory council and only 52.8o/o reported
that qualiry monitoring acriviries garhered and provided informarion ro
families about the quality of HCBS services and service providers. Case
managers reported that the overall qualiry assurance sysrem (across l6
dimensions) only does a "fair" job ar assuring rhe ourcomes for which
the state is responsible in administering irs HCBS program.

HCBS Uti l ization and Costs
This section describes and analyzes HCBS costs and compares these
costs to ICF/MR services and to averages in other states.

Key Findings
. In FY 1998, expenditures for HCBS recipients averaged

$52,96I.06, and expenditures for ICF-MR recipients averaged
$67.672.85.

. For the typical HCBS recipient, residential habilitation (SLS
services) made up 690/o of all healrh and social service expendi-
tures in  1998.

. In FY 1999, Minnesota had average daily recipienr expenditures
for the combined ICF-MR and HCBS programs of $52,501 as
compared with a national average of $47,985.

. Minnesora spenr $l13.88 per srate residenr on ICF-MR and
HCBS services combined, compared ro a narional average of
$65.53.

. Minnesotat relatively higher expendirures are associared with irs
overall high levels access ro HCBS, its relatively high rate of
supporting persons with severe disabilities in the HCBS pro-
gram, and its proportionately greater use of small group living
settings for HCBS recipienrs (used for 74o/o of HCBS recipienrs
in Minnesota compared with 4lo/o of HCBS recipienrs nation-
ally).

. Counties authorize expendirures for children thar are on average
$6,885.73 more than they actually spend. They authorize
expenditures for adults that are on average $3,843.73 more than
they actually pay. Differences berween children and adults are
attributable to spending for SLS which predominately serves
adults that is98.3o/o of authorized levels as compared to much
proportions of aurhorizations actually spenr for services that



predominarely service children and families (e.g., sratewide
70.60/o of authorized expenditures for respite care were used).
Factors conriburing ro rhese differences are explored in the
technical reporr.

Average HCBS Costs in FY 1998
. In FY 1998, Metro counries were allowed an average of $t4g.Zt

per HCBS recipient and spent an average of $150.18. urban
counries of greater Minnesota were allowed an average of
$132.14 and spent an average of $tZ5.St. Rural counties of
grearer Minnesota were allowed an average of $132.47 and spent
an average of $115.62.

. In 1998, Metro counries served 3,078 HCBS recipients (45.2o/o
of the total), urban counties of greater Minnesota served I,322
recipients (l9.4oh) and rural counties served 2,409 recipients
(35.4o/o).

Table 2: Average Annual HCBS Costs

County Type
Metro
GM urban
GM rural

Leael qf MR

51,494
44,495
40,186

mild
moderate
severe
profound

Seruice type

40,394
40,ggg
49,941
64,005

SLS
in-home

5r,500
19,882
31.505other (e.g., foster family, own home)

The highest cost HCBS services per recipient per year in 1998
were SLS services for children ($3g,SgA per recipienr), SLS
services for adults ($39,490),private duty nursing ($1G,734),
day training and habilitation ($12,24I), and personal care
($12,032).

The average annual per person service expenditure was $51,494
in metro counties, $44,495 in urban counties of greater Minne-
sota, and $40, 186 in rural counties of greater Minnesota.
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morning seraice. She was uer)t

excited about being able to go and

enjoyed all ofthe new sounds she

heard [she is blindJ. She is also

African American and I feh it

utas really positiue for lter to be

able to go to a cburclt with her

fo-ib and one that was cuhur-

ally releuant to her. The staffhope

to continue to tapport her
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euer possible - hopefully twice a
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$51 ,500 .00

$19,882.00

Figure 17: HCBS Costs Per Recipient
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Average cosrs were lowest for children 0-10 years ($20,139), and
highest for adulrs 41-50 years old ($53,030).

Average annual costs were highest for persons in the Asian or
Pacific Islander group ($50,689) and lowest for persons who
were Hispanic ($39,927).

Average annual cosrs were $40,394 for persons with mild mental
rerardation (MR), $40,999 for persons with moderate MR,

$49,941 for persons with severe MR, and $64,005 for persons
with profound MR. Average annual costs for persons with
related condirions bur with no MR were $36,232.

Average annual costs for persons l iving in supponed living
services setrings rvere $51,500 compared with $19,882 for
persons living wirh their immediate or extended family. Costs for
persons in other settings (fosrer famrly, own home) averaged
$31 ,505 .

Minnesotas Waiver Allocation Structure (\7AS) provides
counties with differenr amounrs of money to be placed inro an
allowed spending pool based on statistical assignment of con-
sumers to one of four resource allocation levels. Average annual
costs were highest for persons in the Level I \7AS group (averag-
ing $62,189 per year), and lowest for persons in rhe Level 4
VAS group (averaging $31,068).

Average HCBS cosrs for children were predicted by level of
support needed, use of an augmenrarive communication device,
running awal', using a wheelchair, needing frequent medical
attention, needing menral health services, the \7AS allocation
level, and whether rhe child lived in a corporare fosrer care
setting. Of those variables the most variabiliry was accounred for
by living in a corporate foster care serring (27 .60/o) , and level of
support needed (12.8o/o).



. For adults variations in HCBS costs were predicted by level of
support needed, communicarion skills, all rypes of challenging
behavior, using a wheelchair, level of medical support needs, use
of mental healrh services, region of the state, and living in
corporate foster care serrings. As with children, the most vari-
ability was accounred for by living in a corporare foster care
setting (12.9o/o), and levelof supporr needed (13.2o/o).

. Most counties expressed a need and desire ro increase the
number of people served in rhe HCBS program in their coun-
ties.

' Most counties report using a masrer conrracr to identi$' agency
responsibilities in providing HCBS services. The exact service
and cost for each individual is identified through attachments
and amendmenrs.

' AII ofthe counties used the state developed tracking sysrem rhar
incorporates MMIS data and produces monthly reporrs on
authorized cosrs, average spending per recipient, and spending
for the counry as a whole.

. Only one counry respondent reported that the stare tracking
system was effective. Several recurring complainrs were men-
tioned abour the tracking sysrem relating to rhe rimeliness and
^ccuracy of information, and rechnical assistance available.

lmpact of the Waiver Allocation Structure
. In 1995, a new merhodology (the \Waiver Allocation Structure)

to establish the amount of money added to counry funding
pools for new HCBS recipients was implemented. After this new
methodology was implemenred, new HCBS recipients were
slighdy more likely to have profound menral retardarion or
related conditions and slightly less likely to have mild or moder-
ate mental retardarion.

' Actual expendirures for services to children are considerably less
than (56.90/o of) rhe resources allocated ro counries for those
same children through the allocation process.

' Actual expenditures for adults (18 and older receiving HCBS)
are slightly higher (about $200) rhan allocations ro counries
when rhose adults entered the HCBS program.

. Although HCBS recipients enrolled before and after introduc-
tion of the \WAS have similar currenr expenditures, the alloca-
tions to counries on rheir behalf in 1998 were very different (e.g.
pre-\7AS, $36,750 for children; post-'J7AS, $57$4D.
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"Our county uas able to bring [a

person withJ uery signifcant

medical needs and cltallenging

beltauior out of the regional

center. He was a uery sich man

who was dying. A com?etent

prouider stepped up to the plate

and said they tuould uorb uirh

him. They ltaue an excellent nurse

utho can sapport his Thrdiue

Dyshinesia, diabetes, catheten

lirnited watur ;ntahe, chronic

constipation, and uerbal and

physical agression. He liues in the

countty, in a tuo-person SLS. He

has a deck he sits on tuith a dog,

has a tuhirlpool rub to use and can

ride his bihe. He is uery happy

and staffmembers loue him and

enjoy him."
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What's Working?
As the HCBS program in Minnesota has continued to expand, and as ir
has exceeded the size of the ICF-MR program, it continues to provide
supports to individuals at a cost lower than that of the ICF-MR pro-
gram ($52,961 versus $67,763 per year per person in 1998). The
implementation of the \Taiver Allocation Strucrure (\7AS) was in-
tended to provide appropriate levels of allowed spending to counties
based on the specific supports needs of individuals entering the HCBS
program. One of the primary reasons for doing so was to expand access
to HCBS for persons with more substanrial and costly support needs.
The VAS has been associated with a modest increase in the proportion
of individuals supported by rhe HCBS program who had profound
mental retardation. The proportion of HCBS participants with pro-
found mental retardation increased from 15.5o/o for persons entering
the HCBS program prior to July 1995 to 18.3o/o for persons entering
the program after that date.

Challenges and Concerns
Minnesota makes extensive use of corporate foster care in providing
HCBS to Minnesota. It does so at an average cost (in 1998) of $54,733
annually as compared wirh $24,420 for all other HCBS funded ser-
vices. lVhile Minnesota provides HCBS at about 78o/o of the cost of
ICF-MR service, in considering the differences rwo factors should be
recognized. First, only 2.2o/o of ICF-MR residents are children and
I 1.8olo of HCBS recipients are children. The average annual cosrs of
HCBS in 1998 for children was about 55o/o of that for adulrs, so rhar
the higher proportion of children receiving HCBS contributed substan-
tially to the difference berween HCBS and ICF-MR expendirures.
Children's expenditures tend to be lower because their primary day
activiry is funded by their school districrs and mosr live in che homes of
family members who provide much of their care and supervision.
Relatedly rhe l4o/o of HCBS recipients live with immediare or extended
family members are major contributors to expendirure differences. In
addition, ICF-MR residents are more likely than HCBS recipients to
have severe or profound inrellectual disabiliries (59o/o and 360/o, respec-
tively). The average cost in 1998 of HCBS (excluding heahh services)
for persons with mild and moderate mental retardation was only 72o/o
of that for persons with severe and profound mental retardation
($40,660 and $56,234, respectively).

The 1996 Report to the Legislature from the Department of Human
Services noted thac rhere is general cosr-effecriveness of the HCBS-
financed "model" over the other ICF-MR akernarive, but ir also raised
concern abour over-reliance on small HCBS-financed group homes as
primary approach to service delivery. The 1996 reporr recommended
that Minnesora invesr in training, technical assisrance, increased
flexibiliry and other forms of supporr ro assist individuals, families and
local governments to develop more personalized approaches to services.
Still, there conrinues to be a heavy reliance on small group homes and



day training and habilitarion cenrers ro supporr individuals with MR/
RC in Minnesota.

In a time of great general difficulry in recruiting personnel, it appears
that family-based services are receiving lower prioriry in sraffing than
SLS congregate care services where requirements and concern for saf"*
requires that providers maintain a sufficient level of sraffing and
therefore billing. These diflerences in access ro the services people are
authorized ro receive are affecring both children and adults living in
their family home. For example, on average, respite care expenditures in
1998 were 70o/o of rhe authorized amounrs; in-home family supporrs
expenditures in 1998 wereS2o/o of authorizations. Interviews with
county waiver coordinators and service providers suggesr that these
problems are at least as serious in 2000 as rhey were in 1998 and in
some areas in more so

Irrespective ofconcerns abour the fairness ofsuch differences and rhe
adequacy of the general commirment to families, rhe cosr implications
of failing to supporr people in their homes at relarively low cost at the
risk of hastening our-of-home placemenr occurrences are impressive.
Children living with their parents or extended family members had
average HCBS expenditures that were 42o/o of the average HCBS
expenditures for children living away from their family home (g 18,262
and $43,064, respecrively). Insufficient family supporr of children
brings a substantial financial as well as psychological and social cost
when it leads to out-of-home placement.

It is important to consider the effect of the current children who
receive HCBS funding growing up. Although Minnesota has a relatively
small proportion of children receiving HCBS (I2Vo) as rhese children
turn to adults, based on currenr expendirure parrerns, the cost for their
services wil l almost double. considerable new financial commitmenrs
will need to be secured for their futures unless there is a substantial
reduction in the use of sLS services and a greater use other alternarives
to group residential settings, including "host family," extended family
care and other much less costly models.

There are several longer-term implications of Minnesota's currenr
cost allocation and expenditures pracrices. First, children make up a
very small portion of Minnesotat HCBS population (abour 10.60/o),
but the difference berween their "allowed" funding (i.e. the amounr
added to the counry-managed funding pool on their behalfl and the
amounts actually spenr on services for them keep the srare sysrem our of
deficit. \fith almost half (45o/o) of rhe HCBS recipients who are 20
years or younger being berween l6 years and 20 years old, the 83%
higher costs on average for services to adulrs than children presenrs a
fairly immediate threat ro rhe current modest 4.lo/o difference between
allowed and paid costs.

Counties have been providing services to adults and children who
entered the HCBS program afrcr 1995 at substantially less than their
allowable cosrs. Even in the TWin cities merro counties which in r 99g
spent overall 4.8o/o more for their adult HCBS recipienrs rhan was
provided by the staret allowed expenditures for those same aduhs, rhe
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posr-\WAS allowances for adulrs were 5.3o/o more rhan expendirures.
Given the stabiliry in expendiures for pre and post-'WAS enrollees, the
higher allowed costs derived from the VAS (on average $55,838 as
compared with$44,497 for pre-\7AS enrollees), has been extremely
helpful to counties in managing the HCBS programs wirhin budget.
This assistance through rhe 'wAS has been all rhe more notable since
persons who entered HCBS services after 1995 do not differ from rhose
who entered earlier in levels or qFpes of impairments. As results counties
have to increase their pools of resources more rapidly than expenditures
and make spending commitments to individuals whose services cosr
more than the amount allowed throueh the \7AS.



Conclusion
Vhile there certainly remain to be challenges and concerns regarding
HCBS for Minnesotan with MzuRC the vasr majoriry of interviewees,
other key informants, data sers and other documents that informed this
evaluation suggesr that HCBS has supported people to having better
integrated, more fulfilled lives. HCBS has enabled literally thousands of
people to remain in or to be reconnecred to their communities of
choice as active citizens and has done so at lower cost than rraditional
congregate care through ICFs-MR and state institutions. Minnesotat
HCBS program has been rapidly growing more rhan doubling in total
recipients in just 6 years berween 1993 and 1999. It now faces chal-
lenges in building an effective infrastructure under a program rhat has
grown from the "alternative" to ICF-MR to Minnesora's primary
program for people with MR/RC. Through focused and collaborative
strategic change, the challenges facing HCBS in Minnesota can be
addressed. Individuals who receive HCBS will benefit from the change
by gaining greater choice, increased respecr, greater self-determination,
improved access, dependable and effective direcr support, quality
assurance that improves qualiqy and other initiatives that will achieve
the highest qualiry of communiry supporrs to Minnesotans with mental
retardation and related conditions.
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About This Report
This report summarizes the findings of a comprehensive evaluation of
Minnesotas Medicaid Home and Communiry-Based Services (HCBS)
"waiver" program. This Executive Summary presenrs key findings,
positive accomplishmenrs, remaining challenges and recommendarions
from the full report. The full reporr may be obtained by request ar rhe
addresses listed on rhe inside cover of this document.

Purpose of the Evaluation
In April 1999, the Minnesota Department of Human Services, Division
of Communiry Services for Minnesotans with Disabiliries (DHS/
CSMD) contracted with the Universiry of Minnesota to conducr ar,
independent evaluation of its Medicaid Home and Communiw Based
Services (HCBS) "waiver" program for persons with mental retardation
and related conditions (MR/RC). This program is by far Minnesota's
largest for persons with MR/RC. State officials commissioned this
evaluation to gather information on the status of current program
implementation, identifr challenges in meeting program goals, and
assist in strategic planning for the furure. Informarion used in this study
came from a number of sources, including: existing state data sets with
information on characreristics of HCBS recipients, expenditures, and
reports of maltreatment; interviews with adult recipients of HCBS;
written surveys of families, case managers, direct supporr staff, residen-
tial providers, and vocational providers; telephone interviervs with
counry HCBS coordinators in counties; focus group meetings with
representatives of key stakeholder groups; and reviews of relevanr
oocuments.

What are HCBS?
The Medicaid HCBS was approved by Congress in l98l ro assisr
people with MR/RC in their homes and communiries, rvhen without
such assistance they would need the level of care provided in an instiru-
tional placement such as a communiqy Intermediate Care Faciliry for
the Mentally Retarded (ICF-MR), or a RegionalTieatment Center
(institution). Minnesota has been authorized to provide HCBS to

Figure 1: Minnesota's Residential
Service System 1982-1999
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people with MR/RC since 1984 through a wide range of options. These
include residential supports in onet own home or in a small shared living
setting, day programs, supported employment, respite care, assistive
technology, home modifications, crisis assistance, rransporration, and
various programs of training and counseling.

Since its introduction in 1984, the HCBS program has been the
primary means of support for Minnesorat dramatic shift from institu-
tional to home and communiry services (See Figure l). During this
period, Minnesora reduced its state institurion population from over
2,400 people to fewer than 50. HCBS supported reductions of residents
in other ICFs-MR for persons with MR/RC from nearly J,000 to less
than 3,000, including a reduction of more than 50o/o in rhe number of
people living in non-stare ICFs-MR wirh 16 or more residents. This
reduction in srate institutions and large ICF-MR residenrs is among the
most notable in the United States.

Who Receives HCBS?
Approximately 8,000 Minnesotans benefit from HCBS. They represenr
the full range of ages, levels of mental rerardarion, and race/erhniciry (see
Table 1). As the HCBS program has marured, more people with severe
intellectual disabilities, challenging behavior and/or serious medical and
health needs have also received HCBS.

Table 1: Characteristics of HCBS Program
Participants in 1999

Characterist ic
o/o N

AKt

C
Adults (18+ years) 88.2o/o 6,192

Leuel o.f MR
None (related condition) l.8o/o 128
Mi ld
Moderate
Severe
Profound
Unspecified

Black, Non-Hispanic
Native American
Asian/Pacific Islander
Hispanic

33.7o/o 2,330
27 .2o/o I ,886
20.4o/o 1,4A9
16.50/o 1,143
O.4o/o 26

2.5o/o 174
1 .4o/o l0 l
0.7o/o 5 l
0.60/o 39

Race/Ethnicity
\7hite, Non-Hispanic 94.8o/o 6,64t



What are the Costs of HCBS?
The average annual expenditure in 1998 for each HCBS recipient was
$51,545.In the same year, the average annual expenditure for each
ICF-MR resident was $60,500, and for Regional Tieatment Center
residents was $I97,465. Average annual HCBS expenditures vary
according to a number of factors. The most significant is where a
recipient lives. The average 1998 cost for people who lived in their own
homes ($21,454) or with rheir family (919,568) was much less rhan the
annual cost for people who lived with a foster family ($31,518) or in a
small ("corporate foster care") group home ($54,733).

How Have Minnesotans Benefited
From HCBS?
This evaluation idenrified many important benefits from the HCBS
program for Minnesotans with MR/RC, including: 1) people moving
from institutional settings into homes in their local communities, 2)
people improving the qualiry of their lives, 3) people reconnecting with
family and friends, 4) children remaining with their family despite
disabilities that would have once led to our-of-home placements, 5)
people having many more choices in their lives, and 6) people partici-
pating as full citizens and contriburors to rheir communities. Over-
whelmingly, participanrs in this study (people with MR/RC, family
members, case managers and others) reported substantially greater
satisfaction with HCBS than with the ICF-MR and state institution
services that HCBS have been replacing.

2000 HcBs
Recommendations
This executive summary includes all of the recommendations made by
the research team and stakeholder advisory group after receiving the
overall findings of this evaluarion. These recommendations appeared to
center around several broad themes including: qualiry of services; choice
and respect; individualized supports; direct support staffcrisis; prorec-
tion from maltreatmenr; access to HCBS and affordable housing.
Please review the large technical reporr for rhis information regarding
the extent to which the recommendations made in 1992 had been
attended to and improvements made and specific recommendations
made by various stakeholder groups as identified in focus groups.

Quality of Services
. Stakeholders argue that quality assurance/enhancement activities

for HCBS should be improved. A new sysrem is recommended
in which families and consumers are active participants in the
development, implementarion and on going review of a rede-
signed qualiry assurance program that integrates health and
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safety monitoring, qualiry of life assessmenr, and qualiry im-
provement assistance.

The state should institute a program to share public information
regarding service qualiry ourcomes and issues (e.g., licensing
citations, substantiated maltreatment reports, employment
outcomes, choice making, respect and satisfaction data) so rhar
individuals and families can make informed decisions about
service options and providers of services.

Case managers need to be better able to contribute to the qualiry
of life of HCBS recipients through improved training on options
and creative ways to use them, greater commitments and higher
expectations for individualized service outcomes, smaller average
"caseloads," greater amounts and better qualiry of inreractions
with HCBS recipients and families.

Choice and Respect
' People who receive HCBS should have choice in where and with

whom they live, where they work and who provides their
suPPorr.

. DSS must be better trained to respect the people they support
and to exhibit this respect in assuring control over homes, their
daily lives and basic choices.

' Support options that promote choice and respect musr be
expanded (e.g., consumer directed support options, consumer-
controlled housing).

. Choice and respecc are primary service ourcomes that need ro be
systematically monitored in all qualiqy assurance programs and
publicly reported to assist in choosing service providers.

. Choice of case managers should be treated wirh the same respecr
for individuals choice as orher HCBS.

Individualized Supports
Minnesota needs to promore a grearer array of individualized
HCBS options (e.g., host families, consumer controlled housing,
consumer directed service options, development and manage-
ment). This will require eliminaring systemic barriers that
perpetuate the use of group home models (e.g., lack of GRH-
like subsidies for individuals, dependency on shift staff models).

Consumer-directed communiqy supports (CDCS) should be
available to all HCBS recipients. The state should provide
technical assistance and training ro counries to enable them to
offer CDCS to all HCBS recipients who want this service
option. Additional efforts to provide information and training to
individuals and families about CDCS are needed.



Families need subsrantially improved access to high qualiry in-
home respite and personal care supports. If rhe presenr sysrem
cannot provide families wirh those services it recognizes as
needed, families should be empowered and supported to use
their authorized resources ro meet their own needs.

A mechanism is needed to adequately supporr people whose
needs change over time due to their age and/or disabiliry. This
mechanism should not solely rely on counries to provide in-
creased support to people with changing needs by giving people
with lower supporr needs access ro HCBS "slors" or by "forcing"
people to move to a new provider in order ro ger an increase in
services. A merhod should be developed to periodically re-
determine a persont needs and adjust the amounr allowable
resources to rhe counties based on this re-determinarion.

The state should develop a sysrem for accurately idendfying and
tracking the amounr, type and costs of service needed by and
promised to individuals and their families versus rhe actual
amount and costs of the services received. The stare should use
the system to monitor and provide trend analyses regarding this
importanr issue.

Direct Support Staff (DSS) Crisis
. Given rhe pervasive, long-term and detrimental effects of rhe

direct support staffing crisis on individuals, families and the
abiliry of counties to develop new services, rhe srate should make
it a prioriry to creare a coordinated workforce development
system with resources to significantly increase DSS and frontline
supervisor wages, reduce turnovet improve recruitment, and
support and train DSS and their supervisors.

Protection from Maltreatment
. Minnesota's maltreatment reporting system needs improved

communication between agencies and individuals in the system
(e.g., DHS Licensing and Investigations units, Srate Ombuds-
man Office, counry MR/RC services, common enrry poinrs,
county foster care licensing units, provider agencies, case manag-
ers, direct support stafi, and the individuals and families who
receive supporrs).

. The maltrearment reporting sysrem should be designed to
systemarically respond ro concerns voiced by stakeholders
regarding maltreatmenr reporting and follow-up.

. A statewide method for tracking and conducting trend analyses
of all incidents reported, irrespective of whether they involve
substantiated maltreatment or whether rhey are investigated
further by the investigations unit should be developed.
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Consumer-to-consumer violence must be reduced. Most people
do not choose to live with people who hurt them. All people
should be given the freedom to choose with whom they live, but
the right must begin with victims of current household violence.

Further investigation should occur to better undersrand the
proportion of individuals with certain characteristics rhar are
prescribed psychotropic and other mood altering medications,
why these medications are being prescribed and the exrenr ro
which the use of these medications increases, decreases or
remains the same over time for HCBS recipients. Consideration
should be made for adding fields to the screening document that
would enable this information to be systemically tracked.

Access to HCBS
. Access to individualized HCBS supports thar meer rhe needs of

citizens with MR/RC from ethnic, racial and cultural minoriry
groups should keep pace with the numeric growth of these
groups in the general population.

' The state should develop a specific initiative to address the issue
of access for minoriry groups and should provide information
and technical assistance ro counries on specific outreach and
support methods designed to increase information for and access
to individuals and families from ethnic and racial minority
grouPs.

. This initiative should specifically investigate these issues as rhey
relate to people from minoriry groups who currendy receive
HCBS services as well as people from these groups who are not
receiving HCBS.

' Efforts should be made to bener understand why HCBS is
under-utilized by these groups, and modificarions ro current
services should be made so that HCBS can be individualized ro
meet the needs of people from minoriry groups.

. Systematic efforts are needed to better understand the specific
needs of the people who are waiting for HCBS, and to identify
people who may need HCBS but are nor yer recognized as
waiting. Minnesota should respond to rhe reasonable desires of
large numbers of people currenrly living in ICFs/MR who seek
HCBS.

. The state should develop a process rhar would increase the
consistenry and fairness throughout the state in decisions about
who and how people ger access to HCBS are made.



Substantial efforts are needed to increase rhe availabiliry of
supported employment opportunities (e.g., communiry group
work, individual communiry work) to all HCBS recipients who
want to work. Additionally the state should systematically code
and use data collected on the screening documents to measure
progress in rhis area.

Continued efforts are needed to increase the availabiliry and
access to dental services, specialized medical and specialized
therapies (e.g., speech therapy, occuparional therapy, counseling,
behavioral cherapy) for all HCBS recipients, especially those
with significant challenging behavior.

The tracking sysrem developed by the srare ro provide counries
feedback regarding authorized and paid expenditures should be
improved so that more accurate and timely informarion is
provided in a manner useful to counries. The state should
increase the amount of DHS staff supporr and technical assis-
tance provided to counties and should improve the sysrem to
cootdinate and provide this support. The state should also
explore the possibiliry of making rhis a \7eb based system.

Affordable Housing
. Consistency and fairness should be increased in the counry

processes and priorities for decisions about HCBS access.

. Minnesota needs ro increase access ro affordable housing options
for HCBS recipients who desire ro own or renr cheir own homes
through expanded access ro housing subsidies such as Secrion 8
and GRH-like assistance for nonlicensed homes.
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Counties included in this
study:
Metropolitan Twin Cities Area:
H enn ep i n, Rams ey, Was h ingto n,
Anoka

Greater Minnesota Urban: Blue
Earth, Cky, Crow Wing,
Olmsted, Sherburne, Stearns, St.
Louis

Greater Minnesota Rural:
Bechen Carlton, Faribault,
LeSueur, Maltnomen, Martin,
Meeher Norman, Reduood,
Sreele, Steuens, Wabasha,
Vantonwan.

Project Methods
Several different research methodologies were used to maximize rhe
validiry and reliabiliry of the findings in this evaluation. These methods
included: l) analyses of data from existing stare data sets including
information on HCBS recipients, expenditures and maltreatment
reports; 2) direct interviews with 372 individual recipients of HCBS; 3)
written surveys of 184 residential and 82 vocational provider agencies,
183 families, 468 case managers and 288 direct support sraff; 4) tele-
phone interviews with 2l county MR/RC HCBS coordinators; J)
meetings with representatives of stakeholder groups (e.g., Minnesota
Habilitation Coalition [MHC], Associarion of Residential Resources of
Minnesota [ARRM], Minnesota Developmental Achievement Centers
Association [MNDACA], the Minnesota Disabiliry Law Cenrer

IMDLC], LegalAid, DHS-CSMD, Arc-Minnesota); and 6) document
review. These methodologies along with the research questions, descrip-
tion of the sample, access ro the sample members, instrumentation, dam
analyses, and the limitations of the study are reviewed in this section.

A Srakeholder Advisory Committee (SAC) was created ro assure that
rhe MR/RC HCBS evaluarion arrended to the information needs,
perspectives and concerns of the program's various constituents. The
SAC consisted of 38 individuals represenring a variety of organizations,
agencies and stakeholder groups including: DHS * CSMD; the Minne-
sota Governort Council on Developmental Disabilities (GCDD); the
MDLC, Arc-Minnesota, counry social services, the Minnesota Ombuds-
man office, parents, consumers; ARRM, MHC, MNDACA, the STAR
Program, and other interested individuals.

The Stakeholder Advisory Committee served four primary functions
for this study; l) identifying questions to be asked of the various people
surveyed; 2) reviewing, editing and providing feedback on all instru-
ments; 3) communicaring to rhe stakeholder groups they represented
about the purpose, design and outcomes of the evaluation, and 4)
assisting in the interpretation of the results of the evaluation and in
formulating and prioritizing recommendations based on rhese results.

This study used a representarive sample of 474 currenr HCBS waiver
recipients to answer many of the research questions. Other research
questions were based on dara provided for all HCBS recipients in
Minnesota. To selecr participanrs, Minnesotat 87 counties were stratified
into three categories: Twin Cities Metropoliran Area (7 counries),
counties in greater Minnesota urban centers wirh populations of 50,000
or more residents (l I counties) and counties in greater Minnesora rural
areas with populations of less than 50,000 residents (69 counties). From
these groups, 24 representative counries were selected and invited to
participate in the study.

The sample frame included all eligible HCBS recipients in the
selected counties that were identified in the screening document dara file
provided by DHS-CSMD. Eligible HCBS recipients mer following
criteria: I ) their counry of financial responsibiliry was one of the 24
counties in the sample, 2) rheir counry of residence was one of rhe 24



counties included in rhe sample, 3) they were living at the time the
study was conducred.

An initial group of 665 people was randomly selected. To thar
random sample, a conrrolled over-sample of 35 people was selected
from among racial or ethnic minoriry group members receiving HCBS.
The additional selections from ethnic and racial minoriry groups were
controlled to reflect rhe proportion of minoriry group members receiv-
ing HCBS recipients in each of the rhree counrF rypes. The first l0l
people selected who were not eligible for the study or who declined to
participare were replaced resulting in a rotal of 801 individuals who
were invited to participate.

Access to information about the services received by a sampled
individual depended on rhar individual or hisiher legal guardian
providing informed consenr to participate. obtaining consent required
the involvement of each sample members' county case manager. Case
managers were asked to verify the eligibiliry of sampled individuals,
explain the study and its demands ro rhem, and request consenr ro
participate from HCBS recipients, family members or orher legal
representatives as appropriate. For individuals under guardianship of the
Commissioner oFthe Department of Human Services, counry case
managers exercised the power of consent. \7hen individuals or their
legal guardians declined ro participate, a replacemenr was randomly
selected from the same counry type and sampling group (general or the
minoriqy over-sample). Until individuals provided consenr to partici-
pate, they remained anonymous to rhe inrerviewers.

The state DHS-CSMD provided four types of existing data sets for
this evaluation:

Screening Docament Files. The Minnesora screening document data
set provided a wide range of demographic, diagnostic, functional,
behavioral, health and service need informarion on all 6,548 individuals
with MR/RC receiving HCBS (including the 474 people in the
sample). The available files contained the mosr recenr screening as of
April 1999.

Administratiue Reports.Informarion from the Health care Financing
Administration (HCFA) Form 372 and Form 64 cosr reporrs were used
to compare expenditures of HCBS and Intermediate care Faciliry for
the Menrally Retarded (ICF-MR) recipients, including expenditures for
related Medicaid state plan services. Information from the Ocrober,
1999 Report to the Legislarure, "Home and Communiry Based Services
for Persons with Menml Retardation and Related conditions" provided
background on the goals of DHS-CSMD for the HCBS p.ogr"-r,
information on challenges faced in the programs and statistical rrends in
state and counry service days, allowed expenditures, aurhorized expendi-
tures and actual service payments berween FY 1995 and Fy 1999.

HCBS Payment Files. Deparrment of Human Services payment files
were made available to anallze paymenrs for fiscal years 1997 and 199g.
These data sets included information on: l) rotal paid costs of HCBS;
2) paid costs of HCBS by procedure code for each service recipient; 3)
county aurhorized and stare "allowed" expendirures for each HCBS

Executive Summary r 9

Research Questions
. rVhat are the demographic

clt aracteris ti cs of H C B S
recipients and hout do their
characteristics dffir fom those
of ICF-MR recipients?

. IVhat are the utilization and
costs of specifc HCBS and
otber Medicaid seruices? How
do they differ across recipient

groups? How do they dffir
across time?

. Tb what extent are basic
heahh, monitoring and seruice
needs of HCBS recipients met?

. Do recipients haue adequate
opportunities and quality of

. Tb uhat extent are ?rouidzrs of
HCBS seruices prouiding high

qualiry suPPortt and seruices?

. How do the total costs of
uarious seruices for HCBS
recipients uary? How do costs

for uarious categories ofseruice

for HCBS recipients uary?

. tVhat are issues of concern
with the HCBS program?
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Study Strengths:
. Use of extent data sets represent

100% HCBS recipients,

. Random sample, including
ouer- sample of people fom
racial and ethnic minority
grouPt,

. Use of mubiple researclt
methods,

. Muhi?le staheholder group

Perspectiues,
. Re?resentatiue sample, and

. Use of reliable instrumenn.

recipient; and, 4) a range ofanalysis related variables including counry,
conversion/diversion status, resource allocation grouping (l-4 or base
for persons entering prior to FY 1996), provider code and service
procedure codes.

Mabreatment Data. The Department of Human Services Licensing
Division Investigations Unit provided 1995 - 1998 data logs which
included information about maltreatment reports. These included
reports that were received by the investigations unit, which after initial
disposition were determined to not be maltreatment and were either
screened out or referred to another agency. This data was used to
summarize the rypes of maltreatment reports that are screened out or
referred to other agencies. Additional summary information obtained
from a Department of Human Services report on the number and
outcomes of maltreatment reports that were referred for invesdgation
and their final dispositions. This information also included the number
of direct support staffmembers who applied to work in licensed
programs who were disqualified based on background studies.

Quantitative data provided in extant data sets and obtained through
interviewing were anallzed using SPSS statistical software package. The

rypes of statistical methodologies and variables, including derived
variables, used in each analysis is described with the relevant findings.
The responses to open ended questions in the surveys and interviews
were entered into data base sofrware packages, coded and then analyzed
by two separate researchers to identify themes and patterns. The
responses of counry MR/RC \Taiver Coordinators were also anallzed
separately by two researchers and independent summaries of outcomes
were reviewed for common themes in an effort to ensure reliabiliry of
findings.

Strengths and Limitations
Several srengths and limitations of the evaluation design, its implemen-
tation and outcomes should be noted. Among the strengths were:

1. The state data sets available to describe the characrerisrics of
recipients and the costs and utilization of HCBS services
included l00o/o of the people with MR/RC receiving HCBS
services in Minnesota.

2. The controlled over-sampling of HCBS recipients from ethnic
and racial minoriry groups permitted analysis that
included proportional representation of minoriry communiry
members.

3. The random selection of sample members from stratified
groups of service recipients and from different county qFpes
yielded a sample that was strikingly similar to the population of
all HCBS waiver recipients.

4. The use of varied quantitarive and qualirarive research
methods (extant data sets, written surveys, face-to-face
inteiviews, telephone interviews, group interviews) increased
the validiry of findings by identifying issues concerns and
trends with multiple merhods and sources of information.



5. Perspectives of varied and knowledgeable informants (HCBS

recipients, family members, case managers, residential
providers, vocational providers, direct supporr staff members,
county HCBS \Taiver Coordinators, various stakeholder
groups) provided comprehensive attention to important aspecrs
of the HCBS program.

6. The response rates for consumer interviews, individual case
manager and general case manager surveys were sufficiently
high to increase represenrativeness ofthe respondents.

7. Key instruments in the evaluation have been extensively resred
for reliabiliry and validiqy as part of the multi-state Core
lndicators Proiecr.

Several limitations and potential threats to the reliabiliry and validiry
of the data collection should also be noted. These include:

l. The response rates for certain surveys was nor as high as was
desired. Factors affecting response rares included: project
timelines that limited opportunities to conduct an adequate
program of follow-up of late and non-respondents for certain
surveys; limited resources for providing incenrives for
completing the surveys and interviews; and inadequate efforts
to achieve fully visible endorsement of the project from all
major stakeholder groups. Among the surveys affected were the
provider, direct support staff and family surveys. Thus the
reader should be cautioned that the returned surveys from these
groups may not be representative of the total populations being
surveyed.

2. Because the sample members could only be approached
through their counry case managers, case managers who refused
or made half-hearted arrempts to recruit participants and to
gain their consenr (or that of their guardians and family
members) affected the rare of participation and possibiliry the
representativeness of those who did parricipare.

3, Most but not all of the questions included in the various
surveys were pilor tested prior ro their use in the evaluation.
Although efforts were made to develop quesrions thar were
valid and reliable, no formal tesring of the psychometric
properties was conducred for cerrain quesrions. Quesrions
which were determined to be "problematic," whether field-
tested or nor, were excluded in the analyses.

Results and Discussion
This section presents an overview of the key findings of rhe evaluation
across a number of important topical areas including: HCBS use and
expansion, access, qualiry supports and services, health, case manage-
ment, providers, qualiry assurance, utilization and costs. Additional
information on what is working and what challenges still exist wirhin
each ofthese areas is discussed.

Executive Summary o ' l1

Study Limitations:
. Lou resPonse rates fom some

res?ondznt groups,

. Access to study participants uia
case managers, and

. Limited piloting of instru-

ments,
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12 . Executive Summary

"Conuersion and downsizing of

an ICF-MR zuith 15 people

allowed indiuiduals tu receiue

HCBS seruices. Eueryone uho

moued to homes for 3-4 people is

uisib$ happier, more indepen-

dent, and experienced reduced

bebauior problems. They interact

more normally. They haue pride

in "their homes." I haue heard

tltem now refer to going to tlteir

Parents as going to their 'parents

home" [instead of saying I am

going home (to m1 house) uhen

uisiting parentsJ."

Real life examples are used throughout each key findings secrion ro
illustrate what is working well and what challenges still exist regarding
that specific topical area. These were obtained rhrough open ended
survey questions asked of case managers, family members, direct support
staffand individual service recipienrs. These examples were obtained
with an assurance of anonymiry to rhe respondents. Once the data were
received, the names of the respondents were eliminated in order to
protect confidentialiqy of the respondents.

HCBS Use and Expansion
This section of the evaluation reviewed information to determine rhe
use and growth of HCBS in Minnesota. It also made comparisons
between ICF/MR and HCBS use in Minnesota and the United States as
a whole.

Key Findings
' In 1999, nationally, 41.2o/o of HCBS recipients lived in homes

that were owned, rented or managed by an agency that provided
residential supports compared with73.60/o of HCBS recipients in
Minnesota.

' In 1999, more than rwice as many Minnesotans received HCBS
funded supports as l ived in ICF-MR facil i t ies (7,102 vs. 3,101).

' In 1999,9lo/o of all Minnesotans are members of white non-
Hispanic racial or ethnic groups as compared with95.60/o of
ICF-MR residents and94.8o/o of HCBS recipients.

. Berween 1992 and 1999 the proportion of Minnesotans from
non-white, non-Hispanic racial or erhnic groups grew faster rhan
the proportion of ICF-MR residents and HCBS recipients in
those groups.

. Between 1992 and 1999, Minnesota reduced the number of
people in state operated large ICF-MR settings from 1,033 to72.

. Of the 3,101 ICF-MR residents in 1999,34o/olivedwith 16 or
more other people.

. Of the 3,101 ICF-MR residenrs and the 7,102 HCBS recipients
in 1999, 79.2o/o of persons with mild intellectual disabilities
received HCBS as compared with 50.60lo of persons with pro-
found intellectual disabilities.

. While more people with various heakh-related and other supporr
needs now receive HCBS funded supporrs than live in ICF-MR
settings, ICF-MR residents have proportionately grearer health-
related and other supporr needs.

. The HCBS program in Minnesota now supporrs more people
with serious or very serious challenging behavior and a higher
proportion of such individuals than the ICF-MR program.



Child HCBS recipienrs were mosr likely ro report needing
assistance with independent living skills.

Adult HCBS recipients have greater overall needs than children
who were HCBS recipients.

Among adult HCBS recipients, older adults were proporrion-
ately more likely than younger adults to reporr needing assis-
tance with independenr living skills.

HCBS recipients from non-white racial and ethnic groups were
more likely to report needing various specialized services such as
specialized medical sewices, programs to address challenging
behavior, and speech or communicarion training.

What's Working?
Continued expansion of HCBS has supported the downsizing and
closure of many ICFs-MR and stare institutions since HCBS began in
1984, but especially berween 1992 and 1999.In 1995, Minnesota
passed the milestone of HCBS recipients (4,897) exceeding the roral
number of ICF-MR recipients (4,445). ByJune 1997, HCBS recipients
made up 53o/o of the combined total ICF-MR residents (3,604) and
HCBS recipients (6,097). ByJune 1999, HCBS recipients had in-
creased rc 70o/o of the ICF-MR (3, I 0 I ) and HCBS (7 ,102) recipients.
As Minnesota developed its HCBS program, it was able to decrease the
number of people living in large (16 or more people) ICFs-MR from
2,618 people to 1,056 people (600lo decline). It was also able to decrease
the number of people l iving in small (4-15 people) ICFs-MR from
2,584 to 2,045 (2lo/o decline). Today, the HCBS program serves more
people with severe challenging behavior, more children, more adults,
more people with the mosr severe intellectual impairments (profound
mental retardation), more people with significanr supporr needs, more
people with significant medical needs, and a higher proportion of
people from racially diverse groups than rhe ICF-MR program.

Challenges and Concerns
Despite its notable successes Minnesota exhibits unusually high reliance
on congregate care as its merhod of communiry service delivery when
compared with the U.S. as a whole. In June 1998, based on reporrs
from 42 states, nationwide an esrimared 41.2o/o of HCBS recipients
lived in residential semings rhar were owned, rented or managed by the
agency that provided residential supports to HCBS recipients. In MN
this average is73.60/o. Likewise nationwide esrimates of HCBS recipi-
ents who live with family members is 33.60/o compared rc 15.4o/o in
Minnesota. Additionally, nationally an esrimared l5olo of HCBS
recipients rent or own their own home/aparrmenr as compared to only
4.9o/o in Minnesota.

Clearly the current pace and productiviry of ourreach, identification
and enrollment of people from ethnic and racial minoriry groups, will
not close the gap berween majoriry and minoriry populations having

Executive Summary o l l

'Jim 
was in two ICF-MR

facilitiesfrom the time he tuas l8

to 37. Feu community-based

oPt;ons utere auailablefor our

fo*ib because ue liue 2.5 hours

from any urban area. For 15

lears mJ Parentt taw him on

holidays or wlten they were able to

manage the 5-hour trip. HCBS

seruices haue alloued us to haue

him 5 minutes away and tlte past

three years has been a drearn come

true."
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"I was thrilled tu receiue a lVaiuer

fo, -l child. But, I can't fnd any

xaff Just this weeh three PCAs

quit."

access to HCBS in Minnesota. Even though rhe number of people from
racial and ethnic minoriry groups who are receiving HCBS increased
between 7992 and 1999, with the exception of Native Americans racial
and ethnic minorities were substantially less represented in the HCBS
program than would be expecred based their presence in the general
population in Minnesota.

In Minnesota, the HCBS program serves more people at each level of
intellectual disabiliry than the ICF-MR program. However, people with
more severe intellectual disabilities are less likely to have access to HCBS
than are people with less severe intellectual disabilities. Possible reasons
for this include concern about the higher expense of supporting indi-
viduals with more extensive support needs while maintaining the total
cost of services under a counry's allowable total expenditures. An effort
was made to address this concern in 1995 with the implementation of
the \Taiver Allocation Structure which added more resources ro a
county's allowable expenditures for persons with more extensive supporr
needs. Arguably this has contributed to there now being more persons
with severe or profound intellectual disabilities receiving HCBS than
living in ICF-MR settings. Five years after this change, however, persons
with severe or profound intellectual disabilities are sdll proportionally
less likely to receive HCBS funded supports (rather than ICF-MR
services) than are persons with mild or moderate intellectual disabiliries.

Access to Services
This part of the evaluation gathered and reviewed information abour
how people get HCBS in Minnesota and the issues they face in gaining
access to the program's services. Also, issues related to the state's waiting
list for HCBS were explored.

Key Findings
. There was a waitinglist of 4,321 individuals with MWRC for

HCBS in October 1999. Many of these persons (1,687) were
children living with their families, needing in-home and respite
care. Ofthose waiting, 1,15I were adults l iving alone or with
their families who were not currently receiving long-term care
services.

. County pracrices varied a grear deal with respect to the criteria
for who gets HCBS.

. All counties reported mainraining waiting lists for HCBS
services. Most counries reported trying to find alternative ways to
meet current needs of individuals waiting for HCBS services.

. \Vhile 81o/o of case managers reported that their counqf has a
written policy for priorit izing persons on rhe waiting l ist, only
37o/o said, that copies of the policy were available to parents or
other members of the general public.



Although HCBS supports are intended ro meer individual needs,
some counties reported selecting new HCBS participants based
at least partly on how well the person might match or "fir in'
with people currently supporred in an SLS serting.

Only rwo counties (both in the metro area) reported having
specific outreach plans to communicate about service options for
individuals from racial and ethnic minoriqy groups.

Many counties only complete HCBS waiver screenings if
specifically requested. One case manager reported their counry
defers screenings until a "waiver slot" is available.

Over one-quarter (25.9o/o) of families receiving HCBS reported
that they first heard about HCBS from someone other than
counry.

Overall, case managers reported the most common reasons for
awarding a new HCBS "slot" were a) emergency or crisis sirua-
tions or b) people having the greatest impairments of all rhose
waiting.

Among the 468 sample members, almost 30o/o were living with
their families prior to entering the HCBS program. The metro
area had substantially higher proportions entering the HCBS
program from large ICFs-MR or nursing homes (26.10/0).

Figure 2: Source of Initial Information
About HCBS for Families

Family/
Friend

lo/o

Other
l0o/o

School
5o/o

Advocate
I0o/o

County/
Counry

CM
74o/o

Families receiving HCBS supporrs reported significanr difficulry
accessing respite services, crisis respite supporrs, and in-home
family supports (either they did nor meet their needs or they
were not available).

\fhen asked about access ro services for HCBS recipients in
general, case managers reported that the most difficult services to
access were crisis/respite, information on curring edge innova-
tions, assistance on how ro manage own services, regular respite
care, and transportation.

Executive Summary .

Most common barriers to
HCBS Access
. Tbo feu direct support stafi,
. Challenging behauior of people

ulto seeh seruices, and
' Lach of consumer interest.
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'A 
family has fue children, four

ofzuhom haue been diagnosed

with Fragile X. All children are

10 and under. Three of the

children now receiue in-home

HCBS seruices. It has hept the

fo*ib together. Fiue young

children would be stessful for any

fo*iU, but uhen they are special

needs it is euen more stressful"

Case managers for more rhan 23o/o of individual srudy partici-
pants reported having difficulry finding a provider for one or
more needed services. The most difficult services to find were
dental services, non-health specialists, and supporred living
services.

Dental services were reportedly most difficult ro access in grearer
Minnesota ,rrb". co.mties, and generic community.ervi.es *ere
most difficult to access in greater Minnesota rural counties.

Parents reported relatively grearer difficulry gerring information
about adaptive equipment or environmental modificarions, in-
home supports, out-of-home residendal supporrs and crisis
respite services than for orher rypes of services.

What's Working?
Minnesota has an effective dara system for documenting the extent of
its waiting list, and the characteristics and needs of the people waiting,
so that it can understand the meaning and implications of this wairing
list. Establishing a baseline of who is waiting for supports and goals to
reduce this list are necessary prerequisites ro achieving the desired
outcomes of providing supporrs to all who need them. Almost all
Minnesotans waiting for HCBS services receive case management
services and other services (e.g., school or day program supporrs,
Medicaid state plan services for which they are eligible). Although
available supporrs may nor meet all of their needs, Minnesota has made
an exemplary commitmenr ro assuring that all eligible individuals and
families have basic supporr even as rhey wait for the more comprehen-
sive services available through the HCBS program.

Challenges and Concerns
The findings regarding access ro services raise several concerns. Despite
Minnesotans subsandal growth in its HCBS program in recent years,
there are s:ill 4,321 Minnesotant waiting for HCBS services. Second,
while the statet waiting list report provides good informarion about
people waiting for HCBS services, it does not conrain all of the infor-
mation needed to fully describe the extent of unmet needs of people
with MR/RC in Minnesora.

For example, virtually all people waiting for HCBS are receiving
some support services from minimum entirlements to case manage-
ment, personal care and/or school services, but the exrenr ro which
those are meering individual needs or would need to be augmenred to
do so is not available in the waiting list data. This evaluation also
suggests that access issues are a significant issue for people even once
they begin receiving HCBS services. Many families reported that respite
and in-home supporrs did not meer rheir needs or were nor available
when they were needed. One reason for this difficulry is likely the
shortage and turnover of direct supporr staff. Minnesota is therefore
challenged to increase access ro services both for people who currenrly
receive HCBS supporrs and for those on wairing lists.



Case managers identified crisis respite, information on oprions and
innovations, for creative use of HCBS assistance on how to manage
onet own services (e.g., consumer directed consumer supports), and
regular respite ro be the services mosr difficult access in their counries.
Their insighrs on the status of the service system suggesr a need ro
enhance outreach, technical assistance and training to counties ro
increase the availabiliqy and effective use of HCBS supporrs.

Satisfaction and Quality of Services
The evaluation gathered information from HCBS recipients, families
and case managers about qualiry and satisfaction of services. Also,
information regarding community inclusion, choices and delivery of
services in a respectful manner is included.

Key Findings
' Adult HCBS recipients liked where they live (82o/o) and work

(89o ). They had friends (760/o) and could see them when rhey
wanted rc (74o/o).

. Most people who receive HCBS (S5Vo) reporred almost always
having a way ro get to places they wanted to go.

. HCBS recipients with communiry jobs did not feel they worked
enough hours and 22.5o/o were nor satisfied with their earnings.

. Families were mosr satisfied with transportarion, out-of-home
residential services and case managemenr. They were least
satisfied with environmental adaptations and adaptive equip-
ment, educational services, in-home supports, and respite
services.

. While families were mosdy satisfied with complaint resolution
practices, providers of respite services, crisis behavioral services,
in-home supporrs and educarional services were rared lower rhan
other types of services in satisfactorily resolving complaints.

. Families were less satisfied with planning for specialized therapy
services, home and environmenral adaptation agencies, respite
services and in-home supporrs.

' Twenty-five percent of families reported that residenrial out-of-
home providers rarely assisted rheir family members ro find
friends, family members or neighbors to add to their supporr
networks.

' Providers reported that the mosr common barriers to accessing
communiry supporrs were roo few staff members (43o/o),
behavioral needs (43olo), and lack of consumer interest (40o/o).

. Providers reporred that in the year prior ro rhe survey, 34o/o of
residential sites added a new consumer, and 2To/o had one or
more consumer leave.

Executive Summary o l/

"Since rnouing to Minnesota in

1996, the seruices auailable to our

daughter ltaue been wonderful.

School, in-ltorne assistance and

nou out of home placernent and

lter new worh enuironment. The

transition stage uas gntdual with

lox of support and that support

has been ongoing. Her social

worher is fabulous and her new

home setting is uery caring and

supportiue. We feel so luchy!"

"I support a loung man with

afiism in going to folh dance

classes. Although atfirst he was

excited and scared of the crowds. I

helped him taith the dance steps

and nout he laughs and seems to

really lihe the classes."
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18. Executive Summary

"My daughter had a physically

abusiue roommttte, but the

problem was resolued in a timely

mAnner and she was able to moue

into lter oun apartment. The

interuention tuas immediate -

staff listened and acted".

"I tahe A consumer I uorh uith to

a food shelf to uolunteer 2 days a

rnonth. The people ulto come to

the food sbelf ltaue gotten to know

her and always tahe the time to

talh with her She d.oes not talh

but it is wonderful to see the

interaction between her and the

other people at the food shelf "

"Vhen we moued in ute had a

house warming parry and were

utelcomed by about eight of our

neighbors who came tu the parry

or sent flowers or coohies. Ve haue

a good rektionship utith our

neighbors and haue a neighbor-

hood party each year to heep

euerlone in touch uith one

anoilter."

Almost 90%o of interviewed adult waiver reciDients had lived in
the same place for more than one year.

Case managers and county waiver coordinators overwhelmingly
rated HCBS services as superior to ICF-MR services. HCBS
were considered to be superior in terms of having choices in
what to do with free time, having privacy, living in places that
feel like home, participating in community activities, choices in
location and roommates, and growth in independence.

The general case manager survey indicated that the highest
qualiry HCBS services were case management, interdisciplinary
planning and assessment and residential services. The lowest
rated services were information on cutting edge innovations,
assistance to families and individuals on managing their own
services, transportation, crisis respite or emergency care, and
person-centered lifesryle planning.

Case managers of 468 sample members rated residential and in-
home services highest in overall qualiry. The lowest qualiry
components of the HCBS system were sharing qualiry assurance
results, skills of DSS, number of available direct support staff
(DSS), and qualiry of dental care.

Case manager ratings of qualiry of life were higher for individu-
als with lower costs, metro area residents living in corporare
foster care, and Greater Minnesota HCBS recipients living in
family homes, own homes or family foster care settings.

In general there were very few differences in outcomes for
individuals by race or ethniciqF. The most prominent difference
was that case managers reported that individuals from non-white
racial or ethnic groups received poorer qualiry dental services.

What's Working?
Many of the stakeholders involved in this evaluation reported overall
satisfaction with HCBS services. Consumers generally liked the places
they lived and worked. Most families were satisfied with transportarion,
residential services and case management services. Families reported
that most of the time and in mosr serrings staff members were under-
standing, respectful, professional and caring. Case mangers and counry
waiver coordinators reported that when compared to ICF-MR services,
HCBS services were superior with regard to people having choices,
privacy, feeling at "home," participating in their communiry picking
where and with whom they live, small size of home, and staffing ratios.
Eighry percent of case mangers rared HCBS supports as good or
excellent.

Adults receiving HCBS services had stable living environments (l0olo
had moved in rhe last year). Almost three-fourths of adults reported
having friends and being able to see them when they wanted to.
Furthermore, g4o/o of HCBS recipients who receive Supported Living
Services (SLS) (rypically in "corporate fosrer care serrings") had on-



going contact with their families. Almosr all of rhe HCBS recipients
participated in common communiry acrivities such as running errands,
going shopping, going out ro eat and going out for entertainment.
More than half of the adult HCBS recipients in the sample had at-
tended a self-advocacy meeting.

Challenges and Concerns
Families report that approximately one-quarter of HCBS recipients do
not receive supporr from formal service providers in finding and using
natural supports such as friends, family members, neighbors or commu-
niry groups. Achieving meaningful communiry inclusion usually
requires both natural and paid supports in peoplet lives. Shortages of
direct support staff,, available staffworking excessive overrime hours to
respond to shortages, high turnover of experienced staff and limited
staff developmenr are also having efFects on people's opportunities.

Several findings suggesr thar improvements should be made in
facilitating communiry inclusion for HCBS recipients. For example,
25o/o of families reported that residential out-of-home providers rarely
assisted their family members to find friends, family members or
neighbors to add to their supporr nerworks. \X/hile 4lolo of the adult
respondents reported that they were never lonely, 8olo said they were
always or often lonely and 5lo/o indicated that they were sometimes
lonely. Providers reported that the most common barriers ro accessing
communiry supporrs were roo few staff members (43o/o), behavioral
needs of the people receiving services (43o/o), and lack of consumer
interest (40o/o).Increased efforts ro supporr HCBS recipienrs in making
friends, building supporr nerworks and becoming fully parricipating
citizens in their communities of choice are needed ro reduce rhe
loneliness experienced by HCBS recipients.

Cultural and ethnic factors associated with perceived qualiry of
services and communiry inclusion could nor be adequately addressed by
this study because of the practical limits on sampling respondenrs from
ethnic and racial minority groups. However, very few ourcomes were
statisdcally different for sample members from ethnic and racial
minoriries. Among important statistically significant differences were
that case managers reported that persons with racially or ethnically
diverse backgrounds experienced significantly lower qualiry of dental
services. Further investigarion is needed ro understand rhe qualiry and
outcomes of services for HCBS participants and individuals wairing for
HCBS supports who are from ethnically and culturally diverse back-
grounds.

Choice and Respect
This part of the evaluarion gathered and reviewed information reflect-
ing the extent to which HCBS recipients and their families experienced
choice, respect and sensitive supporr wirhin the HCBS program.

Executive Summary o l9

'A 
person I support was aluals

being piched on (hit and skpped

constantly) by another client in

her preuious pkcement. She had

to moue form her preuious

placement to here - not the person

uho uas hitting her."
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20. Executive Summary

'A 
consumer is communicating

that she doesn't want to leaue her

house to attend day programming.

Meetings ltaue been held, afeu

dffirent approaches haue been

tried and she is still coming to day

program. She is still uery unhappy

about coming to da! program. So

there has not been An outcome

and the consumer's needs are still

not being met. "

'A 
man I support called his

mother on the pbonefor years and

uould alutays listen to her but he

uould neuer talh to her Staf got

a Picture of her out one time

tuhen he taas on the phone utith

her and he said, "mamma." His

motber uas so happy slte tt,as

crying."

Key Findings
. Adults reported having friends and being able to see them when

they wanted. Almost all had ar least some conract with their
families.

. Case managers reported that Bl.6% of HCBS recipients were
living in the place their family preferred.

. Many adults who receive services reporred that direct supporr
staff (DSS) and other non-residents of their home entered
without knocking first (25o/o), that there were resrricrions on
phone use where they live (l9o/o) or rhar people opened their
mail without permission (33Vo).

. Large proportions of adults reported having no input in major
life decisions about where they would Iive (49o/o), work (57o/o),

or with whom they would live (72o/o).

. Families reported that l7o/o of HCBS recipients were afraid of
someone in their residential or work serting.

. Families reported they had the leasr amounr of choice in select-
ing a case manager (95o/o rarelylnever).

. People living in corporate foster care serrings had significantly
fewer choices and experienced significandy more forms of
disrespect or insensitiviry (..g., people entering rhe home
without knocking) than adults living in family homes, family
foster care setrings or their own homes.

. Almost 20o/o of consumers who were capable of using a tele-
phone reported rhat their telephone use was restricted. This was
more likely to be true in corporate fosrer care sertings. Thirry-
three percenr reporred rhat someone sometimes or always
opened their mail withour permission. Again this was more
likely to be true in corporate foster care serrings.

Figure 3: Consumers did not Have Choices About
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Vhile going to religious services was really or somewhat impor-
tant to 72o/o of consumers, only 55o/o reported going to religious
services.

Families reported having the greatest degree of choice about in-
home supports and the least choice abour who their case man-
ager was, transportation services, and rypes ofvocational sup-
ports. Only 31.5o/o of families reported having a range of options
regarding out-of-home residential supports, and only 49.60/o
reported choosing which agency provided out-of-home residen-
tial supports. Families in metro counries were significanrly more
Iikely to reporr having a choice of vendor for residential services
than those in other counties.

\(&ile most family members reporred being involved in deci-
sions about medical, dental, safery issues, house location, and
roommates, some reporred never being involved in these deci-
sions (including some who were the legal guardian for their
family member).

Many county HCBS \Taiver coordinators indicated thar they felt
that consumers and their family members already have control
over their services through the individual support plan (ISP) and
opportunities to choose provider organizations. However, many
counties reported that the realiry in rheir counties is that families
often have little choice in who provides them with supporrs.

Most parents reported that providers respected family choices
and preferences. However, educarional providers, specialized
therapy services and crisis behavioral services were rated as
relatively less likely ro respecr family choices and preferences.
Similarly, while most families reported that most providers
respected consumer choices and preferences, educational provid-
ers and crisis behavioral services were relativelv less likelv to
respect consumer choices and preferences.

What's Working?
The abiliry to seek and maintain social developmenr and relationships is
instrumental to human development and satisfaction. The majoriry of
adult HCBS recipienm reported that they had friends and could see
them when desired and almost all had desired conrac with rheir
families. Minnesota HCBS recipients reported that they felt supponed
in developing and mainraining relationships. A majoriry of families
reported being involved in making important decisions regarding rhe
health, safery and well-being of HCBS recipients. Parenrs reporred that
most service providers respected their choices and preferences and that
satisfactory complaint resolution occurs when there are differences.

Challenges and Concerns
Adult HCBS recipients deserve to be treated with respecr. Reporrs from
25o/o of sample members who said people came inro their homes
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without knocking, 100/o who said people came inro their bedroom
without knocking and20o/o who said thar although they are capable of
using their phone they are restricted in when and how they can do so
should be of concern. Many of the adults interviewed said that attend-
ing religious services or events was really or somewhat important to
them, but they never attended religious services or evenrs. People living
in corporate foster care settings reported significantly more indications
of disrespect (e.g., people entering the home withour knocking) than
adults living in family homes, family foster care settings or their own
homes. Increased awareness, training and expectations must be made to
improve the respect people with MR/RC who receive HCBS ger.

A pervasive lack ofchoice was also evident in the experiences of
consumers and family members in the HCBS program. Few consumers
had choices about where and with whom they would live, where they
work, how many hours they would work, how they spend their days or
who would provide personal supports ro rhem. Furthermore, many
recipients are excluded from basic daily decision making about meals,
bedtimes, and privacy. For example, 54o/o wanted more time alone.
Improving sensitivities outcomes in this area should be a prioriry.

The lack of choice was not limited to people who receive HCBS.
Only 31 .5o/o of families reported having a :ange of options regarding
out-of-home residential supports, and only 49.60/o reported choosing
which agency provided out-of-home residential supports. Families also
reported having little choice among agencies for case management,
transportation, and vocational supporrs.

Supports for Famil ies
This part of the evaluation gathered and reviewed information from
family members of HCBS recipients ro assess the extent to which they
as family members well supported by the program's services.

Figure 4: Staff Are Understanding
Most of the Time (Families)
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Key Findings
. Families reported that most of the time and in most settings staff

were understanding, respectful, professional and caring.

. Families were generally satisfied with rhe exrenr to which out-of-
home residential services worked with rhe family in planning for
the future.

. \X/hile generally satisfied with rhe flexibiliry of employmenr, case
management and out-of-home residential services, families were
less satisfied with the flexibiliry of respite services, in-home
supports, and educational services.

. In 1999 Minnesota had a combined total of more than 200
children and youth 17 years or younger living in group homes
funded by HCBS of ICF-MR programs.

Figure 5: Percent of Families Satisfied
with Services Most of the Time
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What's working?
Being treated with respect and digniry is a crirical componenr of service
delivery and cusromer service. High proportions of family members
surveyed reported that in most settings sraff were understanding,
respectful, professional and caring. Their testimony confirms that in
general Minnesorat service provider organizations and personnel are
dedicated to supporting and enhancing the lives of people with disabili-
ties and their families. Families also reported general satisfaction with
the flexibiliry offered in employmenr, case managemenr and out of
home residential service.

Challenges and Concerns
Although subsrantial majorities of families reported satisfaction wirh
their services, more than 25o/o of hmilies were nor sadsfied with in-
home supports, respite services, specialized therapies, environmental
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24 o Executive Summary

"Tbe assistiue technology our son

receiued through the Waiuer has

opened up many possibilities for
hh life."

"Ourfamily was abh tu attend a

Sotos Syndrome conference in

Seatth, tilA u.,here we were able to

become better educated on this

syndrome."

adaptations, adaprive equipment and education. These families reported
that in-home and respite supports were rhe least likely to be flexible
enough to meet their needs as a family and the needs of their family
member with MR/RC. This is somewhat ironic given thar in-home and
respite services are designed to be highly flexible and responsive ro rhe
specific needs of families and individuals and shows how failure to be so
leads to consumer dissatisfaction. The perceived lack of flexibiliry is
undoubtedly attributed to the general shortage of qualified sraff to meer
the needs of respite and in-home recipients. Because of that shortage
families often get fewer hours than they have been authorized and are
often "forced to take what they can ger," the antitheses of the flexibiliry
these services are expected to exhibit.

Families receiving respite or in-home family supports also report less
support from case managers and service providers in helping them ro
plan for their future needs. AlthoughTgo/o of families reporred rhat
most of the time case mangers helped them plan for the future, 2lo/o of
families reported that this occurred only some of the time or rarely.
Continued efforts are needed to ensure that service providers and case
managers are aftending to and supporting families in planning for their
future needs.

\X/hile the majority of families usually choose the respite provider
they use, 2lo/o reported never or only sometimes having a choice.
Similarly, while most families choose the person who will come into
their home to provide in-home supports, 10o/o rarely or never do, and
20olo choose only some of the time. Given the intrusive narure of
having a person provide supports in the family home, assuring such
choice should be a prioriqy. One such straregy is ro increase the oppor-
tunities for families and individuals to participate in consumer directed
community support options where they are given the opportunity ro
choose who provides them with supports.

There were differences between case manager assessmenrs of HCBS
services and the family reports of satisfaction. Case managers reported
that case management services were the most likely ro be of excellent
qualiry while families reported greater satisfaction with out-of-home
residential supports and transporrarion rhan with case managemenr.
Conversely case managers rated rransportation services as one of the
lowest qualiry services while families receiving rransporrarion services
rated it as the service with which they were most often sarisfied. This
apparent discrepancy may be related to an access issue. Thar is, low case
management ratings may reflect relative difficulry in accessing rranspor-
tation services while parent satisfaction rarings are for those who
actually get transportation services. Environmenral adaptations, assistive
technology and adaptive equipment were rared near rhe bomom of the
list for both families and case managers. In-home and respite services
ranked in a middle range by case managers and near the bomom for
families.

Minnesota should make a special commirmenr ro assure that all
possible family supporr and substitute family alternatives options have
been exhausted before children are placed in non-family congregate
settings. A formal commitmenr ro rhe philosophy and goals of "perma-



nency planning" as has been made in states like Michigan should
substantially lower the number of children in Minnesota deprived of
the developmental benefits of family life.

HCBS Supports and Services
The supports and services secrion of this report includes key findings
and issues related to the rypes of supports and services HCBS recipienrs
receive.

Key Findings
' Eighry-three percent of HCBS recipients receive SLS services

and most (65.4o/o) live in corporate foster care settings.

. Overall, 25.8o/o of adult HCBS recipienrs interviewed worked in
supported employment or work crew or communiry group work
settings exclusively, 27 .4o/o worked in both supported employ-
ment, work crew, or communiry group work and faciliry based
employment , bu 29 .5o/o worked but only in a center based
program, and 16.30/o were reporred to receive only non-voca-
tional day program services.

Figure 6: Where HCBS Recipients Work

E supported employment or work
crew

tr faciliry based day program

tr both faciliry based and supported
employment or work crew 

27o/o
I non-vocarional day program

Although only 15.60/o of all HCBS recipients lived with their
immediate family, more rhan 73o/o of chrldren did.

HCBS recipients from diverse racial and cultural backgrounds
were substantially younger, on average than other HCBS
recipients (32.6oh were binh through l9 years compared wirh
14.3o/o of other HCBS recipients)

HCBS recipients from diverse racial and cultural backgrounds
were less l ikely to l ive in corporare fosrer care settings (55.1olo vs.
66.loh) or to live with a live-in foster caregiver (4.4o/o vs.7.7o/o),
but more likely to live with their immediate family (27.7o/o vs.
l5.Oo/o) orwith a fosrer family (7.9o/ovs.5.5oh). Most of these
differences are attributable to rheir younger agc.
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26. Executive Summary

"rYe prouide suPPorts to A man

uho for years turned doun seueral

s uPPorted emp loy me n t opp o rt u n i -

ties. rVe continued to pursue and

ffir chances for this person to

uorh in ilte communi4t. At the

/ast meeting he and his brother

agreed that heU giue it a try. He

got a job at Burger King and he

loued it! They started an emplolee

of the month auard and he taas

thefrst recipient of the award.

When they ashed him tahat /te

uanted as an incentiue or reuard

he said a Burger King jachet. They

got him one. Now, you couldn't get

hirn to leaue Burger Kingfor

anything."

HCBS recipients in greater Minnesota urban counries were
significantly less likely to be in non-vocarional day programs
(8. I o/o).

More than 600lo of HCBS participants were indicated ro have
had a behavioral support plan. Prevalence for moderare ro very
severe challenging behaviors included: remper ourbursrs (37.9o/o),
physical aggression (27.60/0), verbal or gestural aggression
(3l.Oo/o), self-injurious behavior (23.3o/o), and properry destruc-
tion (21.8%). Moderate ro very severe challenging behaviors were
more common among children receiving HCBS than adults.

Sixry-four percent of vocational sites and 260/o of resid,ential sites
reported consulting with a regional crisis team in the last l2
months. Twenry percenr of vocational sites and 70lo of residential
sites supported a person who had been sent to an off-site crisis
program in the last l2 months.

During the previous year HCBS residential and vocational
providers reported resorting to crisis interventions for one or
more service recipients, including calling police to assist with a
behavioral crisis (18.1% of sites), using an ambulance or police
to transport a person to a psychiatric ward or a general hospital
(13.4o/o), overnight stays in a hospital psychiatric ward (15.7o/o),
suspension or demission from the program (9.7o/o) and tempo-
rary placement in a regional rreatment cenrer or the Minnesota
Extended Treatment Options program (METO) (7 .4Vo).

\X/hile fewer than 60lo of residential sites reported using any rype
of restriction or punishment controlled by Minnesota's Rule 40,
l8%o ofvocational sites used planned physical restraints (this
difference is likely explained by the fact rhat vocarional sites on
average supported larger numbers of people ar any given site).

AII but rwo of the 2l HCBS waiver coordinators interviewed
reported that the crisis prevention and intervention sysrem was
working well for their counties. One counry reported hearing
from providers that the prevention and response services were
"not good". One counry said that the crisis ream was unclear
about their responsibilities and that a "bed" was nor always
available when needed

Overall, 54.60/0 of families reported that their family member
received one or more form of specialized therapy. Therapies
received included occupacional rherapy (41.0o/o), speech therapy
(4 l .}oh), me n tal h eal th co u ns eling (3 60/o), physical therapy
(35Vo), behavioral therapy (28Vo) and other therapies (l4.0oh) .

Overall, 33.3o/o of families reported that their family member
used some form of assistive technology. A total of 21.3o/o re-
ported that their family member used environmental adaptations
or modificacions.
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. Overall, 49.Io/o of all travel by HCBS recipients was provided in
site vehicles and 24.5o/o was provided in staff vehicles. Less than
100/o of travel was completed using {ixed route public transporra-
tion, door-to-door public rransportarion, door-to-door privare
transportation or orher modes of transporration.

What's Working?
Most adults in the sample reported working in communiry settings at
Ieast part of the time. Overall, 26.80/o of adult HCBS recipients inter-
viewed worked in supported employment or group work crews exclu-
sively, 27.4o/o worked in both supported employment or work crew and
faciliry based employment, 29.5o/o worked but only in a center based
program, and 16.30/o were reporred to only receive non-vocational day
program services.

At the time of MinnesotJs last HCBS evaluation in 199i-1992, rhe
state sdll had over 1,100 people in large state institurions. One barrier
to moving those individuals to communiry homes was rhe lack of an
adequate crisis prevention and intervention s/srem for communiry
services. Since that time, Minnesota has developed a crisis prevenrion
and intervention system using a mix of privare and public specialists to
assist families and provider agencies in supporting individuals wirh
challenging behavior. This evaluarion found that in 1999, providers nor
only reported access to the crisis prevenrion and intervention system,
almost half (42.3o/o) of all providers in the study reported using this
system in the last 12 months (37.60/0 reported consulting with regional
crisis services, and 22o/o reported using on-site intervention by crisis
team members).

The HCBS program is supporting in the communiry people who
would have once been institutionalized and is doing so without stare
institutions as a "safery ner." In 1999 the exrenr of challenging behavior
among HCBS recipients exceeds that of ICF-MR residents and include
people who have significant challenging behaviors including remper
outbursts (37.9o/o), aggressive-verbal/gestural behavior (3lo/o7, physical
aggression (27.60/o), self-injury (23.3o/o), properry destrucrion (21.8o/o),
inappropriate sexual behavior (12.5o/o), running away (9.9o/o), earing
non-food substances (6.60/o), and breaking laws (4. 1olo). Over 60a/o of
HCBS recipienrs now have behavioral supporr plans, but very few
people are reported ro presenr behavior challenges that exceed the
expertise within rheir provider agencies.

Challenges and Concerns
The most common living arrangemenr for HCBS recipients is a
"corporate fosrer care" home with shift staff (65 .4o/o of all recipients).
This is also the most costly rype of service. To assure resources ro reduce
waiting lists and ro serve those children who are currently receiving
HCBS in their family when they become adults and seek to move ro
their own homes, service initiatives should focus alternatives to corpo-
rate foster care as the predominanr mode of support.

Executive Summary o f/

"Finding residential seruices and

day training has been uery eas!.

Howeuex fnding other special

seruices has been uery dfficuh.

Sp e ec h/commun icati o n s e ru i ces

are auailable if we mahe a 120

mile round trip. Physical and

occu?at;onal therapy has been

equalb troubling. Local people

seem uer! reluctant to worh utitlt

Peo?le with disabilities.. .some

haue directly stated to us thdt the!

belieue physical therapy is a "waste

of taxpayer dollars."
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28 . Executive Summary

"Michael liues in a group home

utith 2 other young men. His

p hys i cal co n ditio n is de te ri orati ng

euery day. His staf puts forth
exna ffirt to see that he worhs

out and swims at the YMCAfour

times a weeh - the support of his

case manager and group ltome

staffuas needed to get him

enrolled [at the YMCAJ."

Children who receive HCBS and are from racially and ethnically
diverse groups are more likely than children who are white to receive
out-of-home supported living services. Investigation of this difference
may help in better understanding the reasons and perhaps assist with
developing outreach strategies to diverse racial and ethnic communities
to increase the proportion of people from these communiries who
receive HCBS.

The majoriry of HCBS recipients still receive faciliry based work or
non-vocarional services (59.5o/o), in Greater Minnesota rural counties
this percentage is significantly higher (71.4o/o). Additionally, many
individuals reported that they wanted to work in a communiqy job but
did not. Greater emphasis on increasing supported, communiry and
competitive work/day opportunities is needed.

Although most of the providers surveyed indicated that they could
internally meet the behavior supporr needs of the people they served,
280lo used other crisis intervention techniques in the 12 months before
the survey. For example , 11.2o/o sent people to an off-site crisis program,
l8.lo/o called police to assist with a crisis, 13.4o/o used overnight srays in
a hospital psychiatric ward,9.7o/o suspended or demitted a person from
a program and7.4o/o temporarily placed a person in a state operared
crisis center, a psychiatric unit or Minnesota Extended Tieatment
Options (METO).

Health Supports
The evaluation gathered and reviewed information regarding the health
status of HCBS recipients and access ro various health care services.

Key Findings
Overall, 98olo of adults living in corporate foster care settings,
and 84o/o of adults living in family foster care, with rheir families
or on their own had had a physical exam in the last year.

Overall, 890/o of adults had been to the dentist within the
previous 6 months. People with less severe menral retardarion
and less challenging behavior were more likely to have been co
the dentist.

Figure 7: Availabil ity and Quality of Health Care

I Dental Care
g Health Care

(0=poor/
not available,

4=excellent)

Availabiliry Quality



Overall, 74o/o of aduh women had received a gynecological exam
in the past year. Older women, women with mild or moderare
mental retardation, and women living in corporate foster care
settings were more likely to have had a gynecological exam in the
last year.

Case managers reported the overall qualiry of health care sup-
ports for individuals in the HCBS program was good. They
reported that people with special medical needs experienced
higher qualiry health care supporrs.

Case managers reported that the overall quality of dental care
was between fair and good. Case manager assessmenrs of qualiry
of dental care were lower for people living with family members,
lower for non-ambulatory people, higher for people who were
white, and higher for people who needed more inrense medical
supervision.

Figure 8: Percent Using Psychotropic Medications
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HCBS Consumer ICF-MR comparison
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Overall, 43o/o of adults interviewed reporred receiving medica-
tion for mood, anxiery or behavior problems. Providers reporred
rhat 34o/o of all individuals rhey supported were receiving
psychotropic medications.

Case managers reported rhat denral care was more difficult to
access than healrh care and physician services. They also reported
that dental services were less available to persons in Greater
Minnesota urban counries than in the other counry rypes.

Families whose family member with MR/RC lived with them
were less likely ro reporr that their family member was healthy
than families whose member lived elsewhe re (79o/o vs. 90olo).
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30 . Executive Summary

'A 
person I support began tabing

new medication for some of her

problem behauior. The staffelt

she u,,as ouermedicated because her

behauior became uery bizane

ajler she started on tlte new

medication. StaffrEorted it to

the nurse and the administration

but ue were largely ignored. This

made staffburn out and angry"

What's Working?
The majority of families reported that their family member was usually
healthy and case managers reported that the overall qualiry of health
care available to HCBS recipients was above average (mean 3.06;
0=poor, 4=excellent). Almost 92o/o of aduh HCBS recipients had a
physical exam within the past year, and 89o/o had been to the dentist. As
a point of comparison the National Health Interview Survey, Disabiliry
Supplement found that a total of 600/o of all non-institutionalized
people with mental retardation or developmental disabilities in the U.S.
had seen a general practitioner in the previous 12 month s, 360/o had
seen a specialist physician and 89.7o/o had seen one or the other or both.

Challenges and Concerns
Across indicators, health care access and quality were reporred to be
bemer for HCBS participants living in corporare fosrer care setrings
than those living in other rypes of settings. Access to dental care was
reported to be worse for people with severe or profound mental rerarda-
tion, people with more serious challenging behaviors, and people in
urban counties of Greater Minnesota. The qualiry of dental care was
reported to be better for people in corporare foster care serrings, people
who were ambulatory people who were white, and people who required
more medical supervision. Qualiry of medical care was reported to be
bener for individuals with special medical needs. Efforts should be
made to more fully evaluate access to medical and dental care (includ-
ing gynecological care) across the state, especially for persons with more
severe intellectual and behavioral disabiliries. Access ro gynecological
care for younger women, women with severe or profound mental
retardation, and women not living in corporare foster care settings may
also need improvement.

The final concern is the high use of medications for mood, anxiecy
or behavior for persons in HCBS settings. Borh providers and indi-
vidual consumers (and their proxies) reported high rates of psychotropic
medication use (33o/o and 43o/o respectively) .ln 1999,ICF-MR provid-
ers reported 34.4o/o of 2,945 Minnesotans l iving in ICF-MR setrings
received "drugs to control behavior" (Karon & Beurel, 2000). In rhe
National Health Interview Survey Supplement on Disabiliry sample,
10.5o/o of people with MR/DD were taking prescription medicarion for
an ongoing mental or emotional condition. Since the screening docu-
ment does not ask about the use of psychotropic medication, howeveq
further analysis is beyond the scope of this study. Further research is
required to examine changes in patterns of medication use over time.
Also an effort to better understand the specific rypes and classes of
mood altering drugs that are being used and for whar reason they are
prescribed. It is important to determine wherher the mood altering
drugs (psychotropic medications) that are being prescribed to HCBS
recipients today have high rates of extra-pyramidal side effects (e.g.,
tardive dyskinesia) or whether rhey are the newer anti-depressanr, anri-
anxiety or anti-psychotic medications whose side effect profiles are
much Iess severe. Further examination of this issue should also consider



the extent to which psychotropic medicarions are being used without a
mental health diagnosis, and to what extent they are prescribed by
general practitioners as opposed to psychiatrists, neurologists or other
specialists.

Service Coord i nation/Case
Management
The service coordinator/case management component of the evaluarion
gathered and analyzed in formarion on case managemenr services ro
identify aspects of their qualiry and availabiliry. The roles and functions
that case managers play in the lives of HCBS recipients were also
studied.

Key Findings
. Eighry-four percenr of HCBS recipients had at least one visit

from their case manager in their home in the previous 6 months
and 93o/o had at least one visit in their work setting.

. About half of HCBS recipients had one or more nonscheduled
visits from their case manager to their home (48olo) or to their
day program (50o/o) in the last six months.

' Overall, 75o/o of consumers said they could talk to their case
manager whenever they wanted to, 85o/o said their case manager
helps them with their needs and 670/o said it is easy ro conracr
their case manager.

' Eighry-seven percenr of consumers reported they had a planning
meeting in the last year. Of rhos e, 90o/o atrended the meeting,
44o/o reported choosing the things in their plan, and 2l o/o chose
who came to rhe meeting.

Figure 9:  Consumer Choose the Things in His/Her
Indiv idual  Plan

Somedmes

37o/o

Executive Summary o ll

"We ofien donl get current up to

date ISPs fom case managers and.

wlten ue do it seems they just

change the date and nothing ebe.

In fact I was worhingfor a

prouider once tltat changed the

name of their companl and two

to three years later u,e still were

getting ISh that had the old

comPanli name on thern."
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Almost all of the case managers had developed an ISP for the
recipient in the last 12 months (94Vo) and assessed rhe person's
progress (86oh). About three founhs had supported family, staff
and administrators to meet needs (79o/o), had determined
eligibiliqy for services (77o/o), or had reviewed the health or safery
of the person in context (74%o).

Case managers reported average caseloads of 53 people, with a
range of 22 to 89 people. The average caseload included HCBS
recipients, ICF-MR recipients, people who receive SiLS, and
individuals who did not have mental retardation or related
conditions.

The rypical case manager had supported individuals wirh MR/
RC for 100 months, and supported persons receiving HCBS
funded supports for 76 months.

Families reported that most of the time case managers provided
culturally appropriate service (2.93 out of 3), delivered satisfac-
tory outcomes (2.86), and were responsive to the family needs
(2.78). However, families of HCBS recipienrs who were non-
white reported significanrly less satisfaction wirh the exrent ro
which case management services were delivered in a culturally
appropriate manner.

Families were less satisfied thar their case managers knew about
the availabiliry of services, supported what the family wanred or
needed or provided information in a manner rhat was easy ro
understand.

Figure 10: Family Satisfied with Case
Management Overall

Some of the
Rarely time

4o/o l0o/o

Most of the
t ime
860/o

\fhile both residential and vocational providers rared case
management services as good overall, residential providers were
significantly less satisfied than vocational providers wirh conflict
resolution involving case managers.



Case managers in rural counties were more likely to have assisted
in determining eligibiliry developed a HCBS budget, made a
nonscheduled visit to a day program, and made more frequent
contacts (e.g. phone, letrers, meeting anendance) than case
managers from other rypes of counties.

Case managers in merro counries were significandy more likely
to have presented families and individuals with oprions for new
services, taken action ro prorecr rhe rights ofa person they
served, and to have received, reviewed and responded to vulner-
able adult reporrs.

Case managers in merro and greater Minnesota urban counties
were significantly more likely to have assisred with a crisis
situation than case managers in the rural counries.

Case managers were more likely ro have arranged diagnostic
assessments and to have made individual conracr with HCBS
recipients from diverse racial or ethnic groups than with other
HCBS recipients.

Case managers were more likely have developed a HCBS budget,
presented options for new services or arranged for new service
providers, assisted with completing forms or required paper-
work, and assisted in a crisis for individuals living in their family
homes.

Merro area case managers were more likely to have a caseload of
only people with developmental disabilities (9}oh) than were
case managers of urban counries of greater Minnesota (82o/o) or
of rural counties (50o/o).

What's Working?
Despite the caseload size and demands on case managers, families,
providers and individual recipients all report general satisfaction with
case management services (on average "good," but rarely "excellent"),
Most families are sarisfied with case manager services and supports most
of the time and find their case manager responsive to family needs mosr
of the time. Case mangers are reporred generally to be able to find
opportuniries to visit HCBS recipienrs in their homes (84olo of sample
members were visited in the previous 6 months), and 50o/o of sample
members were visited more rhan rwice. Abour 45o/o of case manger
visits lasted an hour or longer.

Challenges and Concerns
case managers for individuals living with their families were more likely
to develop budgets, help fill our forms and paperwork, present oprions
for new service providers, arrange for new services and assist with crises.
Individuals who receive services in the family home were least likely to
satisfied with their services. This raises questions abour the function of
case management with respecr to people who receive in-home supporrs
and the extent to which the supporrs provided by case managers

Executive Summary o J3

"I found out that in a 3-month

period the countj had been paid

about $ 1,000 for tlte case

manager assigned to my child. I

was shoched because the case

manager really had dane nothing

for ourfamily yt in terms of

fnding and accessing needed

seruices. My estimate was that we

had actuality receiued only about

$30 worth of case mandgement

seruices. "
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34. Executive Summary

"I requested a spectfc coun4t case

manager because that person hnew

my daughter. This request utas

denied by the county because there

had been no preuious complaints

about tlte exiting case manager

assigned to my daughter."

respond to special circumstances and needs of 6milies.
Clearly, case manager roles varied significantly by .yp. of counry

region. This variation likely creares different experiences, expecrarions
and outcomes for service recipients and their family members. But
stakeholder group interviews and surveys indicate that across the state
case managers have a great deal of responsibiliry. They are a viewed as
having an essential role in assuring qualiry and outcomes for HCBS
recipients. Many counties report that their case managers make deci-
sions about who is the greatest prioriry to receive HCBS services. They
are the counry's link with service recipients and with the service provid-
ers with which the counry conrracts.

Given significant role of case managers in developing and following
up on the implementation of individual support plans as well as in
ensuring qualiry of services the average Minnesota caseload is high
(average of 53 with a range of 22-89).In a 1996 survey of states by the
National Association of State Directors of Developmental Disabilities
Services only 12 of 42 reporting states had average caseloads grearer
than 53 including 5 that were slighdy higher (53,3 to 55.5) (Cooper &
Smith, 1996). Stakeholders perceive caseloads as too high. High
caseloads are reflected in the findin g that 33o/o of HCBS recipients
report that it is not easy ro conracr their case manager.

Not only are caseload sizes high, there is grear diversiry in the people
on those caseloads. But only 5l%o of case managers reporr that their
county has a process to determine appropriate caseload size. Variations
in service recipient needs also require case managers to have eclectic
skills and a great deal of knowledge. In that regard, it is notable thar
40o/o of case managers reported that they found their education to be of
limited or no use in preparing them for their current roles.

Although satisfaction with case management is generally "good," it
was rarely rated as excellent. Obviously meeting people's expecrations
for individualized case manager supporr while maintaining caseloads
that average more than 50 people is difficult regardless of individual
skills, knowledge and commitments. Among the areas which case
management services tended to be rated less positively were rhose
related to receiving informarion from case managers rhat is easy ro
access and understand (lowest in family satisfacrion), support for
creative ideas (lowesr in provider satisfacdon), presenring options for
new services and/or providers (provided to only 507o of sample mem-
bers in the year prior to the survey), or visiring new potential service
sites with HCBS recipients (provided to only l8%o of sample members
in the previous year). These are areas of essential performance in
increasing consumer conrrol and implemenring the Consumer Directed
Communiry Supports HCBS service oprion. Of related concern was
thar. 45o/o of HCBS recipients interviewed reported that they were not
involved at all in choosing who attended their planning meetings. Only
l8o/o of the people inrerviewed reported that they have a role in chang-
ing the goals in their individualized plan. Obviously attention to rhe
knowledge, attitudes, skills and working conditions of case managers
will need to be part of any state effort to fulfill rhe statet commitmenr
to person-centered HCBS.



Provider Agencies
The evaluation gathered and analyzed information from provider
agencies at the service site level to idendfy rhe nature and scope of
services provided, and the demographics and characteristics of direcr
support staff who provide HCBS services.

Key Findings
Provider Agency Size/Scope

. Sixty-nine percent of residential Supported Living Services (SLS)
sites supported four people. The qypical site employed 6.5 direct
support staff (DSS), one supervisor, and three on-call DSS.

. The rypical vocational site supported 29 people and employed
1 1.6 DSS, one supervisor and 2.5 on-call DSS.

. Vith few exceptions counry waiver coordinators and case
managers reported that they considered individual recipient and
family opinion when selecring provider agencies for HCBS
recipients. This was particularly true for in-home services, respite
and other more individualized services. More variation exists in
the extent to which individuals and family opinion was consid-
ered when SLS services are selected.

. Almost all HCBS waiver coordinators reported substantial
difficulry finding existing providers ro meer the amount and rype
of demand for HCBS services.

. Many counry waiver coordinators noted particular difficulry rn
finding providers qualified to address the needs of people with
high medical and/or behavioral support needs.

. Some counties reported difficulry in finding providers ro supporr
individuals in very rural areas and on American Indian reserva-
tions.

DSS Recruitment and Vacancy
. In this study, 75o/o of all providers reported finding qualified

applicants for DSS positions was a challenge compared rc 57o/o
of residential providers in 1995.

. Despite families reporting serious problems getting in-home
supports, case managers said families not getting aurhorized or
needed services, and families not finding people ro hire was a
moderately serious ro serious problem.

. Providers reported paying for an average of 46.1 hours of
overtime per sire in the monrh prior to the survey. Overtime
hours constituted substantially higher proportion of total hours
paid in residential site than in vocational settings.

o Average costs for recruirmenr of a new DSS include d $334 per
month per site for overtime and $250 per month for local
advertising (excluding advertising costs paid by parent agencies).

Executive Summary o J$

'As a single mom I baue hst three

jobs due to missing hours of uorh

because I cannot fnd PCA care or

they call in sicb or simply donl

show up."
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DSS
a

a

a

\X&ile 43o/o of vocarional providers reporred using remporary
agency employees, only 4o/o of residential providers did.

Residential provider v^cancy rates were 13.9o/o in merro coun-
ties, 6.00lo in urban counties of grearer Minnesota, and 8.4o/o in
rural counties. About 4.5o/o of aIl DSS hours went unfilled (due
to vacancies or staffabsences) in the week prior to the survey.

Residential providers received 2.5 applicants per position in
metro counties, 4. I applicanrs per position in urban counries of
greater Minnesota, and 3.0 applicants per position in rural
counties.

The number of applicants per opening was higher in vocational
agencies, and agencies thar paid higher DSS starting wages.

Wage and Benefits
Starting wages for residential DSS averaged $8.l3 and mean
wages of all staff averaged $8.81.

Starting wages for vocational DSS averaged $8.S9 and mean
wages of all staff averaged $10.49.

Smrting wages in residendal setrings grew I5o/o between 1995
and 2000; average "top wages" rose only 9.60lo during those
years. According to the Minnesota Department of Economic
Securiry the average wage for all Minnesotans increased by
22.4o/o berween 1995 and 1999.

. Overall, 640/o of residentialDSS and83o/o of vocational DSS
were eligible for benefits.

Thirteen percent of DSS were currenrly students. \flhile 32olo
said their employers offered tuition reimbursement, only 60/o
actually received tuition reimbursement in the previous year.

Metro area DSS were significandy less sarisfied with their pay
than DSS in greater Minnesota.

Figure 11: Changes in DSS Wages 1995-1999
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DSS Retention
. Forty-six percenr of providers said DSS rurnover was a problem,

and 28o/o reported DSS training was a problem for them.

. Case managers reported that the high number of different DSS
in the lives of consumers, recruiting family fosrer providers, and
recruiting residential and in-home staffwere serious to exrremely
serious problems facing the HCBS program.

\yr'hile 40olo of DSS said their job responsibilities and working
conditions turned out to be what they expected, 45o/o said rhey
were only somewhat as expecred, and l0olo said they definirely
were not as expected.

DSS turnover for 1999 averaged 44o/o in residential settings and
23o/o in vocarional setrings.

Figure 12: DSS Turnover Rates in 1999
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Tirrnover was significantly higher in sires offering lower average
wages, serving people with more inrense supporr needs, and in
metro counties.

Forry percent of all residential DSS and 35o/o of vocarional DSS
had been in their jobs for less than one year.

Many families reported turnover was a problem including 50olo
of families whose family member received our-of-home residen-
tial services, 48o/o of famrlies receiving in-home supporrs, and
35o/o of families receiving respite services. Families in urban
counties of grearer Minnesota were more likely to say that
turnover was a problem.

Executive Summary o J/

"I thinh the bigest problem in

this whole feld are the lou uages

[of direct support stffi uthich

lead to burnout, frustation and

higlt turnouer I loue my job but I

am only mahing $10.25 an hour

as a liue in coordinator utitlt a

BA degree and rnany years of

experience. This needs to change!"

"My daughter has consistently

only receiued about 50o/o of the

in-home and PCA hours she is

autborized. "
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38 . Executive Summary

"Our child has had the same staff

person for the past ttuo years. This

counselor has helped her grou,

deuelop, becorne more social,

understand cause and ffict such

as consequences to lter behauior.

She has taught ber to thinh about

hou things could happen and to

mahe better choices."

. DSS were mosr satisfied wirh their relationships wirh their co-
workers, the availabiliry of their direct supervisor, and the
attitudes of consumers about their agency. They were least
satisfied with their pay, the supporr they received from agency
administrators and managers, the supporr they received from
case managers, the benefits they received, and the morale in their
office or program.

DSS Demographics
. DSS in vocational settings were more likely to have a four-year

degree than DSS in residential senings (42o/o vs. 20o/o).

. Twenty percent of DSS were from non-whire racial or ethnic
grouPs.

. Overall, 49o/o of residential DSS, and 72o/o of vocational DSS
were full-time emolovees.

DSS Training and Education
. Sevenry-one percent of all DSS were certified to administer

medications.

. Residential providers offered more rhan five hours per year of
training on crisis intervention and behavioral supports, medica-
tion administration, agency policies and procedures, health and
CPR. They offered fewer than 2.5 hours of training per year on
respecting people with disabilities, communiry services and
nerworkin g, empowerment and self-determination, and advocat-
ing for people with disabil it ies.

. Vocational providers offered more than five hours of raining per
year on CPR, organizational participation, and program imple-
mentarion. They offered fewer than 2.5 hours of training per
year on respecting people with disabilities, blood borne patho-
gens, health, assessing medical conditions, rights of individuals
with disabilities, and advocating for people with disabilities.

. DSS reported they were mosr knowledgeable about respecting
people with disabilities (average rating3.69 out of 4 with
indicating "advanced" knc,wledge), abuse and neglect (3.56), and
consumer safery (3.50).

. Direct supporr staff reporred that they feel least knowledgeable
about organizational participarion (2.62), vocarional, educa-
tional and career supports for people who receive supporr
services (2.77), education, rraining and self-development for staff
(2.91), communiry services and nerworking (2.93), and assessing
medical conditions (2.9O.
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. Fifry-nine percenr of DSS agreed or strongly agreed that rheir
organizarion's orientation and training program is excellent.
Howeveg 35o/o said the agency should improve irs current
training program and 22o/o said the agency should develop a new
training program.

Other
. Case managers in metro area counties were more concerned

about staffing issues (e.g., recruitmenr, rerention, training) than
case managers in other regions.

. Almost all counry waiver coordinators reported a decline in the
qualiry and quantity of staff being hired. Several noted that rhe
qualiry of supervision provided to DSS has declined.

What's Working?
Both residential and vocational service providers reported that they

delivered a large number of hours of training ro DSS. On average, each
residential site offered 103 hours oftraining per year and each voca-
tional site offered 81 hours of training per year on a variery of ropics. In
general, DSS reported that the orientation and training they had
received helped them to complete most of their specific job responsibili-
ties, develop interaction skills with the people who support and improve
the qualiry of life of the people they support. About half of the DSS
rated their agency's rraining program as excellent. Direcr support staff
also report that their supervision, benefits, co-workers and supervisor
reladonships, schedule and flexibiliry opportunities for on-going
development, morale, and support from supervisors and families are
"good."

Challenges and Concerns
AII of the stakeholders who participated in this evaluation reported
concerns about the severity and efftcts of direct supporr staffvacancies,
turnover, and difficulties in recruiting needed staff members. Direct
support staffturnover was reporred to be 44o/o in residential serrings
statewide, and vacancy rates for metro area residential providers ex-
ceeded l3o/o. Many families reported turnover was a problem, including
50o/o of famtlies whose member received out-of-home residential
services, 48o/o of families receiving in-home supporrs, and 35o/o of
families receiving respite services. The turnover rares were higher in the
urban counties of greater Minnesota.

Sevenry-five percenr of providers reporred difficulry finding qualified
applicants for DSS positions. Many counties reporred an inability to
develop new services and supporrs or significant delays in doing so
because of difficulties in finding qualified staff AII counry waiver
coordinators interviewed reported that they had seen a decrease in the
qualiqy of HCBS because the qualiqy of both direcr support staff and
supervisors is steadily declining. In addition to DSS shortages, counry
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"My son was badly burned in a

group home because there uas not

enough staff,"

Figure 13: Workforce Problems in Agencies

DSS Training

DSS Turnover

Finding
Appi icants

waiver coordinators reported nursing shortages, severe housing short-
ages, and difficulry finding providers qualified to address the needs of

people with high medical or behavioral needs. Stakeholders perceived
staffing issues as one of the greatest barriers to growth and sustainabiliry
of the HCBS program. Significant coordinated statewide efforts are

needed to address the workforce crisis to ensure that the HCBS pro-
gram can be sustained.

\7hile DSS receive substantial amounts of training, relatively litde of
it is reported to focus on essential DSS skills such as formal and infor-
mal assessment, advocating for people with disabilities, communiry
services and networking, and empowerment and self-determination.
Over one-third of DSS said training should be improved and22o/o said
their employert training program should be replaced. Today DSS are
expected to assure that individuals are respected, become full citizens
within their communities and are supported in achieving their desired
life goals. To fulfill such expectations, DSS need skills beyond medica-
tion administration, positioning lifting and transferring. DSS need
skills in advocating for people they support, and in networking within
communities to assist people in developing natural supports, relation-
ships and friendships. They need to understand principles such as self-
determination and must be able to take concrete daily action to foster
the self-determination of the people they support. DSS must learn to
work cohesively with their peers and supervisors to get their jobs done.
Efforts are needed to continually share and/or develop tools and
resources for agency trainers and DSS to narrow these gaps and assure
efFective competency-based training for all.

There were significant differences noted in staffing outcomes (turn-
over, recruitment, satisftction, training) berween agencies that pay
higher wages and relatedly berween vocational and residential providers,
and between private and public providers. These differences suggesr a
need for attention in policy on wage equiry berween service rypes.
Additionally, while many of the people who left positions left within the
first six months of employmenr,59.7o/o had been in their positions
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more than ayear. The average high wage for long term DSS in service
sites increased only 9.60/o 6ewveen 1995 and 2000 an average increase
in starting DSS wages of l5o/o. Salary compression is an importanr issue
for retaining experienced DSS. Wage compensation also appears to be a
major challenge to maintaining a skilled workforce. Systemic arrenrion
to the important challenges of worker compensation should include
incentives for workers ro stay in their exisring posirions.

I
I
I

Quality Assurance and Monitoring Iof Services
This section reviews key findings and issues in the area of qualiry
assurance. Topics include fear, safery victimization and injuries, deaths,
maltreatment reporring and the performance of the qualiry assurance
and monitoring system for HCBS.

Key Findings
Fear and Safety

. Forty percenr of DSS and 49o/o of provider agencies (residential
and vocational) reported that consumer-to-consumer violence
was a problem (8% and 100/o respectively said it was a moderate
or severe problem).

. \7hen asked, "Does anybody where you live hurt you," 85o/o of
consumers said nobody hurt them, 7o/o said a roommate had,
3o/o said stafi and 5o/o said someone else had.

. Families reported that l7o/o of individuals in out-of-home
residential settings were afraid of someone (including I lolo who
were afraid of rheir roommates) and l2o/o of individuals were
afraid of someone ar work (includingSo/o who were afraid of a
co-worker).
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Figure 14: Consumer to Consumer Violence
Problem: Provider Report
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Ninery percent of all consumers felt safe where they live, and
760/o reported feeling safe in their neighborhoods (l lolo said they
felt unsafe in their neighborhood).

Twenry-one percent of families who had a family member who
received crisis behavioral supports reported rhat their family
member was afraid of someone in their crisis behavioral service
setting.

Almost all family members reported thar their family member
felt safe most of the time while receiving transportation supporrs,
in their employment or day program, in out-of-home residential
settings, and at school.

Victimization and Injuries
. Sampled vocational service providers reported that 17 of 3,301

individuals (0,5Vo) in their programs had been vicrims of crimes
serious enough for them to reporr it to law enforcement in the
previous year. Residential providers reported that 38 of 611
individuals (6.20/0) were victims of crimes reported to law
enforcement. By comparison, 3l%o of Minnesotans reported they
were a vicrim of a crime in 1992.

. The most common cause for a criminal conviction in Minnesota
was for larceny theft. In both residential and vocational settings
the most commonly reported crime was simple assault.

. Several county waiver coordinators attributed an increase in
incident and maltreatmenr reports to labor shortages.

Processed Maltreatment Reports
' In 1998, 508 vulnerable adult (VA) or malrreatmenr of minor

(MOMA) reports were processed for persons in HCBS funded
adult foster care settings (including "corporate foster care") and
68 were processed for HCBS recipients living in other rypes of
sertings).

. In 1998, berween 160/o and 18o/o of VA or MOMA reporrs
processed by DHS for day program, ICF-MR, SILS, and HCBS
adult foster care settings were assigned for detailed investigation
as compared with 22o/o of DHS processed reporrs for other
HCBS recipienrs.

. Reports determined nor to involve malrrearment as defined by
VA or MOMA statures could either be screened our (no further
action needed), or referred by the DHS investigations unit to
another state unit or county agency for further action. Most
reports that did not involve maltreatment for ICF-MR settings
were screened out rather than referred, but almost all reporrs
involving HCBS adult foster care sertings that did not involve
maltreatment were referred to county licensing units or other
agencies for further action.



In 1998, 1,856 reports reviewed by DHS and determined nor to
involve maltreatment were logged. Of rhose, 493 were screened
out and 7,353 were referred to orher agencies. The most com-
mon type of complaint referred ro orher agencies involved
allegations of neglect, unexplained injuries, physical abuse,
emotional/verbal abuse, or client-to-client abuse. The majoriry
of those complaints were referred ro counry adult foster care or
the DHS CSMD unit for further acrion.

In 1998, 62 cases of maltreatmenr were substantiated for HCBS
settings, 32 cases were subsrantiated for ICFs-MR, 7 were
substantiated for day program serrings, and none were subsranri-
ated in SILS semings.

The rate of substantiared maltreatmenr per consumer was 8 per
I,000 for ICF-MR serrings and l0 per 1,000 for HCBS serrings
in 1998. The rate of substantiated maltreatmenr per consumer
per year averaged 15 per 1,000 in ICF-MR serrings berween
1993 and 1998; l0 per 1,000 in HCBS adult foster care serrings
between 1996 and 1998; and 4 per 1,000 in HCBS serrings nor
also licensed as adult foster care setrinqs berween 1993 and
r998.

In 1998, 5lo/o of all substantiated maltreatmenr cases involved
neglect, 167o involved physical abuse,4o/o involved sexual abuse
and 30o/o involved some orher kind of maltrearmenr.

Case managers for 260/o of HCBS recipients reported receiving
and reviewing a vulnerable adult reporr on rhar person in the last
l2 months, and2Io/o responded to an issue raised in rhose
rePorrs.

Deaths
. Between 1995-98, four deaths involving people with MR/RC

who received HCBS services were judged to have occurred as a
result of maltreatmenr. The toral number of HCBS recipients
who died berween 1995-1995 was74.

. The average number of deaths per 1000 service recipients in
HCBS between 1995 and 1998 was 3 per 1,000 while the
average number of deaths in ICFs-MR during rhose years was l0
per i,000. As a point of comparison, during 1998 the average
number of deaths in Minnesota per 1,000 people rvas 8 and in
the U.S. the total number of deaths per 1,000 people was 9
(Murphy,2000).

In almost all of the counries ir was reDorred by waiver coordina-
tors that when a report is made ro ,h. .o--on entry point, it is
almost immediately referred to rhe HCBS waiver coordinator
and to the applicable case manager.

HCBS waiver coordinators identified problems rvirh the srare's
maltreatmenr reporring and investigation sysrem and were
generally dissatisfied with ir.
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'A 
person began liuing here about

three lears ago. Vhen she frst
moued in she had a lengthy list of

inappropriate behauiors. She had

had episodes of cutting her wrists,

daily uerbal abuse touard others,

?rop erty destruction, s tealing

etc... She presented us u,'ith a lot

ofchallenges and had neuer been

able to liue in any other commu-

nity settingfor more tban a year.

Ouer the past three years she has

made remarhable progresl Her

behauiors are almost extinct with

the exception of some uerbal abuse

euer! once in awhile. This is the

most grairtring experience to see

an indiuidual grou and learn

and is a rerninder tbat people

uith DD are capable of improu-

ing their liues."

DSS Maltreatment Reporting
. Ninery-nine percenr of direct support staffmembers surveyed

reported they knew how ro reporr incidents of malrrearment.
However, of those who acually reported maltrearment, only
630/o said, they received any feedback regarding what was done in
response to the reporr they filed.

Figure 15: Fairness of Maltreatment System:DSS

Mostly Unfair Definitely Unfair
3o/o 2o/o

Mostly Fair
360/o

Definitely Fair
59o/o

. Twenty-nine percent of DSS reported they were afraid they
might lose their job if someone fi led a complaint against rhem
whether or not the report was true or substantiated. However,
95o/o reported they thought the maltreatmenr invesrigation
system was fair to definitely fair.

. Twenty-six percent of all DSS reported rhey had observed an
incident of abuse or neglecr. Of those, 7o/o (2o/o of all DSS) said
they were prevented or discouraged from reporring the incident
by their supervisor and 2o/o by their co-workers. Only 630/o of
DSS who filed a report received any information regarding their
rePort.

System Evaluations
. Providers said Minnesotat qualiry assurance (QA) system was

good in several areas. The highest rarings were for srate reviewers
knowing the rype of setting, and the qualiqy of county licensing
efforts. Service providers said technical assistance provided by
the state was fair. Providers in greater Minnesota rural counties
were more satisfied wirh QA eFforts than those in other regions.

. V4rile 84o/o of case managers reported that they should moniror
service qualiry only 690/o said they acrually did. Similarly, while
91%o of case managers thought rhe state QA system should
gather information from and provide information to families,
only 53o/o said rhe state QA sysrem actually did so.



Case managers rated six components of Minnesota's QA system
good, and nine components only fair. The highest rarings were
for assuring appropriate and regular health and physician
services, and assuring that there is a system for consumer
complaints and investigations abour the qualiry of services. The
Iowest ratings were for recognizing exemplary performance,
providing qualiqy training ro case managers, and assuring that
consumers have access to QA information when selecting
agencies to serve them.

On average case managers rated Minnesota's system for assuring
effective reporting and follow-up of incidents involving vulner-
able adults as fair.

Figure 16: QA System Assures Effective Reporting
and Follow-up on VA Incidents: CM

Good
42o/o

Fair
33o/o

t.;;'.);"'

Most county waiver coordinators reported that their system for
monitoring qualiry was informal, usually occurring through
unannounced visits to sites by case managers and through asking
questions of recipients and family members at meetings. Two
county HCBS waiver coordinators reported thar they did not
have an effective QA system within their counries.

Most counry waiver coordinators reported that families and
consumers were not formally involved in monitoring and
evaluating HCBS services.

Primary strengths of HCBS QA according HCBS waiver
coordinators included experienced, long-term case managers
who know what is happening, an informal county system that
makes people comforrable sharing information, random visits by
case managers, good communication with service providers at
the county level, building high expectations inro conrracrs, and
communiw members.
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The primary weakness of HCBS Q,A. according HCBS waiver
coordinators was the large caseloads of case managers that makes
it difficult for them to conduct rhe amount of monitoring that is
needed.

Counry waiver coordinators observed that high rurnover of sraff
and frequent reorganization at DHS-CSMD result in counties
not getting answers to questions, having difficulry finding the
right person to talk to, and getting mixed messages.

Over half of the HCBS waiver coordinators reported that their
Regional Resource Specialist (RRS) provided good supporrs and
was helpful. However, many indicated thar their RRS was
stretched too thin and was not available as needed.

What's Working?
Consumers and family members reported that the vast majoriry of

HCBS recipients lived safely and without fear in their homes and in
their neighborhoods. Service providers in rural counries are much more
likely to be satisfied with a number of dimensions related to qualiry
assurance and monitoring functions. Most direct support staff members
reported that they knew how to reporr suspected maltreatmenr. Several
HCBS coordinators reported their counties were conducting qualiry
assurance and enhancement interventions. For example, one counry had
developed qualiry assurance teams that specifically included and paid
family members and consumers in their qualiry assurance process.

Challenges and Concerns
Consumer-to-consumer violence should be of concern. Seven percent of
HCBS recipients included in this study reported rhey had been hurt by
their roommate and l2o/o of families reporting that recipienrs were
afraid someone would hurt them in their out-of-home residential
placement. In other words an esrimated 979 of HCBS service recipienrs
are living in places where they are afraid of a roommate. Given the
estimate rhat 37 .9o/o of all HCBS recipients have moderare ro very
severe problems with remper outbursrs, 3lo/o engage in verbal or
gestural aggression, and28o/o engage in physical aggression, this is a
widespread challenge (please note, this is a duplicate counr esrimare).
Choice about where and with whom you live is a fundamental aspect of
self-determination. Recognizing and responding to the fact that self-
determined people rarely choose to live in places where they are afraid.
of the people with whom they live is an obvious aspecr of promoting
self-determination. A basic expectation of service providers, counties
and the state should be that prevenrion and intervention to address
issues regarding consumer to consumer violence or fear of violence
occur and that no one who receives HCBS should be forced ro live with
people they fear.

The overwhelming majoriry of rhe crimes reporred by providers for
which HCBS recipients were victims were simple assault and larceny.



The seriousness of consumer-to-consumer violence and reporred and
substantiated incidents of maltreatment by staff demand better under-
standing of how peoplet lives are truly affected by crime, violence and
other aversive interpersonal circumstances and what and how should be
the appropriate responses. The present malrreatment reporting system
for vulnerable adults does adequately identift or respond to such issues.

Case managers and counqF waiver coordinators expressed significant
concerns about Minnesotak qualiry assurance sysrem. Some of their
concerns may be related to a lack of common understanding berween
counties and the state about rhe role each plays in maltreatment
investigations and in assuring overall qualiry in the HCBS waiver
system. The issue is very complicated because so many differenr people
have roles (e.g., state and county licensing stafi counry MR"/DD case
managers, state maltreatment unit investigators, common entry point
personnel, State Office of the Ombudsman). Establishing more effective
communication berween people in these various roles may help in both
clearing up misunderstandings, and in finding ways ro make the qualiry
assurance system more effective. In addition to improving communica-
tion, a direct response to concerns expressed by stakeholders is needed.

Reports from common entry points that were determined not to be
maltreatment by rhe DHS Investigations Unit (based on rhe definitions
in the Vulnerable Adult Act or Maltreatmenr of Minors Act) were
referred to many different agencies. Review of the logs regarding those
referrals made it clear that some involved incidents (such as neglect or
consumer-to-consumer violence) or injuries that likely warranr follow-
up, licensing acrion, training interventions or orher acrion by the srate,
the county and/or rhe service provider. Future efforts ro examine
Minnesotat quality assurance sysrem should specifically review the
mechanisms at the srate and counry level that ensure thar incidents
serious enough to be referred for further acrion are addressed, resolved
and systemically tracked to idenriS' important trends and issues.

Although almost all of direcr supporr staffmembers reporr that rhey
know how to file a vulnerable adult reporr, 27olo of DSS stated they did
not receive any feedback from their agency, the counry common enrry
point or the state regarding what happened in response ro a vulnerable
adult reporr that they filed. All reporrers of vulnerable adult maltrear-
ment issues should receive accurare and timely feedback as to what
happened with the report and what the outcomes of the siruation are,
even if the report was screened our. Currenrly, the legal requirements
regarding feedback require DSS to specifically ask for feedback from the
county and state regarding what happens with a specific maltrearment
report. This legal requirement needs to change ro ensure that feedback
and follow up to reporrers occurs irrespective of if they ask for it. Of
additional concern, 290lo of DSS said they were afraid theyd lose their
job if a maltreatment report was filed against them even if it wasn't
substantiated. Lasdy, though small in percenrages, clearly a number of
DSS reported that they had witnessed abuse or neglecr and had been
prevented by a co-worker or supervisor from reporting the incident.
These are violations of rhe basic foundation of a successful maltreat-
ment reporting sysrem and need furrher investigation and intervenrion.
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I Although 837o of case managers said they should monitor consumer
and family satisfaction of services, only 680/o reported rhat they actually
did so. This difference in expectation and rediry seems related ro
average caseloads of Minnesota's case managers that considerably excess
the national average. Other discrepancies were evident berween what
case managers thought should be a parr of the qualiry moniroring
activities within the HCBS program and what were actually compo-
nents of that system. Only 52.7o/o of case managers reporred that rheir
county utilized a consumer advisory council and only 52.8o/o reported
that qualiry monitoring activities gathered and provided information to
families about the qualiry of HCBS services and service providers. Case
managers reported that the overall qualiry assurance sysrem (across l6
dimensions) only does a"fair" job at assuring the ourcomes for which
the state is responsible in administering its HCBS program.

HCBS Uti l ization and Costs
This section describes and analyzes HCBS costs and compares these
costs to ICF/MR services and to averages in other srates.

Key Findings
. In FY 1998, expenditures for HCBS recipients averaged

$52,961.06, and expenditures for ICF-MR recipients averaged
$67,672.85.

. For the rypical HCBS recipient, residential habilirarion (SLS
services) made up 690/o of all health and social service expendi-
tures in 1998.

' In FY 1999, Minnesota had average daily recipient expendirures
for the combined ICF-MR and HCBS programs of $52,501 as
compared with a national average of $47,985.

. Minnesora spenr $113.88 per srare resident on ICF-MR and
HCBS services combined, compared ro a national average of
$65.53.

. Minnesotas relatively higher expenditures are associared with its
overall high levels access ro HCBS, its relatively high rate of
supporting persons with severe disabilities in the HCBS pro-
gram, and its proportionately greater use of small group living
settings for HCBS recipients (used for 74o/o of HCBS recipienrs
in Minnesota compared wirh 4lo/o of HCBS recipients narion-
ally).

. Counties authorize expendirures for children that are on average
$6,885.73 more than they actually spend. They authorize
expenditures for adults that are on average $3,843.73 more than
they actually pay. Differences berween children and adults are
attributable to spending for SLS which predominately serves
adults that is 98.3o/o of authorized levels as compared to much
proportions of authorizations actually spent for services that
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predominarely service children and families (e.g., statewide
70.60/o of authorized expenditures for respite care were used).
Factors contributing ro rhese differences are explored in rhe
technical reporr.

Average HCBS Costs in FY 1998
. In FY 1998, Metro counties were allowed an average of $149.71

per HCBS recipient and spent an average of $150.18. urban
counties of greater Minnesota were allowed an average of
$132.14 and spent an average of $125.51. Ruralcounties of
grearer Minnesota were allowed an average of $132.47 and spent
an average of $115.62.

. In 1998, Metro counties served 3,078 HCBS recipients (45.2Vo
of the total), urban counties of greater Minnesota served 1,322
recipients (19.4o/o) and rural counries served 2,409 recipienrs
(35.4o/o).

Table 2: Average Annual HCBS Costs

County Type

Le?e! of MR
mild 40.394

Metro
GM urban
GM rural

moderate
severe
profound

Seruice type

5r,494
44,495
40,196

40,ggg
4g,g4l
64,006

SLS
in-home
other (e.g., foster family, own

5 l ,500
19,882

home) 31,505

The highest cost HCBS services per recipient per year in 1998
were SLS services for children ($39,868 per recipient), SLS
services for adults ($39,490), private dury nursing ($16,734),
day training and habilitation (912,241), and personal care
($r2,032).

The average annual per person service expenditure was $51,494
in metro counties, $44,495 in urban counries of greater Minne-
sota, and $40,186 in rural counries of grearer Minnesota.
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Figure 17: HCBS Costs Per Recipient
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Family Setting

Average costs were lowest for children 0-10 years ($20,139), and
highest for adults 4l-50 years old ($53,030).

Average annual costs were highest for persons in the Asian or
Pacific Islander group ($50,689) and lowest for persons who
were Hispanic ($39,927).

Average annual costs were $40,394 for persons with mild mental
retardation (MR), $40,999 for persons with moderate MR,

$49,941 for persons with severe MR, and $64,006 for persons
with profound MR. Average annual costs for persons with
related conditions but with no MR were $36,232.

Average annual costs for persons living in supported living
services setrings were $51 ,500 compared with $ 19,882 for
persons living with their immediate or extended family. Costs for
persons in other settings (foster family, own home) averaged

$31 ,505 .

Minnesotat $/aiver Allocation Structure (\7AS) provides
counties with different amounts of money to be placed into an
allowed spending pool based on statistical assignment of con-
sumers to one of four resource allocation levels. Average annual
costs were highest for persons in rhe Level I \7AS group (averag-

ing $62,189 per year), and lowest for persons in the Level 4
VAS group (averaging $31,068).

Average HCBS costs for children were predicred by level of
support needed, use of an augmenrarive communication device,
running away, using a wheelchair, needing frequent medical
attention, needing mental health services, the \7AS allocation
level, and whether the child lived in a corporare foster care
setting. Of those variables the most variabiliry was accounted for
by living in a corporate foster care serring (27 .60/o) , and level of
support needed (12.8o/o).



. For adults variations in HCBS cosrs were predicted by level of
support needed, communicarion skills, all rypes of challenging
behavior, using a wheelchair, level of medical support needs, use
of mental health services, region of the state, and living in
corporate foster care setrings. As with children, the most vari-
abiliry was accounted for by living in a corporare foster care
setting (12.9o/o), and level of support needed (l3.2oh).

. Mosr counties expressed a need and desire to increase the
number of people served in the HCBS program in their coun-
ties.

. Most counties report using a masrer contracr to identifit agency
responsibilities in providing HCBS services. The exact service
and cost for each individual is identified rhrough attachmenrs
and amendments.

. All of the counties used the state developed tracking sysrem rhat
incorporates MMIS data and produces monrhly reporrs on
authorized costs, average spending per recipient, and spending
for the county as a whole.

. Only one counry respondent reported that the srate tracking
system was effective. Several recurring complaints were men-
tioned about the tracking sysrem relating to the timeliness and
accur^cy of information, and technical assisrance available.

lmpact of the Waiver Allocation Structure
. In 1,995, a new methodology (the \Taiver Allocation Structure)

to establish the amount of money added to counry funding
pools for new HCBS recipienrs was implemented. After rhis new
methodology was implemenred, new HCBS recipients were
slightly more likely to have profound mental retardation or
related conditions and slightly less likely to have mild or moder-
ate mental retardation.

. Actual expenditures for services to children are considerably less
than (56.90/o oF) the resources allocated ro counries for those
same children through the allocation process.

. Actual expenditures for adults (18 and older receiving HCBS)
are slightly higher (about $200) than allocations ro counries
when those adults entered the HCBS program.

. Although HCBS recipients enrolled before and after introduc-
tion of the VAS have similar currenr expenditures, the alloca-
tions to counties on rheir behalf in 1998 were very different (e.g.
pre-\WAS, $36,750 for children; posr-\7AS, $57,842).
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center. He uas tt uery sich man

wlto uas dying. A comPetent

prouider stepped up to the pkte

and said they utould worh witlt

him. They haue an excellent nurse

who can support his Tardiue

Dyshinesia, diabetes, catheter,

limited tuarcr intahe. cltronic

constipation, and uerbal and

physical aggression. He liues in the

country, in a tuo-Person SLS. He

has a dzch he sits on with a dog

has a whirQool tub to use and can

ride his bihe. He is uery happy

and staf members loue him and

enjol him."
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What's Working?
As the HCBS program in Minnesota has continued ro expand, and as it
has exceeded the size of the ICF-MR program, it conrinues to provide
supports to individuals at a cosr lower than thar of the ICF-MR pro-
gram ($52,961 versus $67,763 per year per person in 1998). The
implementation of the lVaiver Allocation Srructure (\7AS) was in-
tended to provide appropriate levels of allowed spending to counties
based on the specific supporrs needs of individuals entering the HCBS
program. One of the primary reasons for doing so was to expand access
to HCBS for persons with more substantial and costly support needs.
The VAS has been associated with a modest increase in the proportion
of individuals supported by the HCBS program who had profound
mental retardation. The proportion of HCBS participants with pro-
found mental retardation increased from 15.5o/o for persons entering
the HCBS program prior to July 1995 to 18.3o/o for persons entering
the program after that date.

Challenges and Concerns
Minnesota makes extensive use of corporate foster care in providing
HCBS to Minnesota. It does so ar an average cost (in 1998) of $54,733
annually as compared with $24,420 for all other HCBS funded ser-
vices. lwhile Minnesota provides HCBS at about 78o/o of rhe cost of
ICF-MR service, in considering the differences two factors should be
recognized. First, only 2.2o/o of ICF-MR residents are children and
ll.8o/o of HCBS recipients are children. The average annual costs of
HCBS in 1998 for children was abour 55o/o of that for adults, so rhar
the higher proportion of children receiving HCBS contributed substan-
tially to the difference between HCBS and ICF-MR expenditures.
Childrent expenditures tend to be lower because rheir primary day
activity is funded by their school districts and most live in the homes of
family members who provide much of their care and supervision.
Relatedly the l4o/o of HCBS recipients live wirh immediare or extended
family members are major contributors to expenditure differences. In
addition, ICF-MR residents are more likely than HCBS recipients to
have severe or profound intellectual disabilities (59o/o and 35o/o, respec-
tively). The average cost in 1998 of HCBS (excluding health services)
for persons with mild and moderate mental retardation was only 72o/o
of that for persons with severe and profound mental retardation
($4O,eeO and $56,234, respectively).

The 1996 Report to the Legislature from the Departmenr of Human
Services noted that there is general cost-effectiveness of the HCBS-
financed "model" over the other ICF-MR alternative. but it also raised
concern about over-reliance on small HCBS-financed group homes as
primary approach to service delivery. The 1996 reporr recommended
that Minnesota invesr in training, technical assisrance, increased
flexibiliry and orher forms of supporr ro assist individuals, families and
local governments ro develop more personalized approaches to services.
Still, there continues to be a heavy reliance on small group homes and
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day training and habilitation cenrers ro supporr individuals with MR/
RC in Minnesota.

In a time of great general difficulry in recruiting personnel, ir appears
that family-based services are receiving lower prioriry in staffing than
SLS congregare care services where requiremenrs and concern for safery
requires that providers maintain a sufficient level of staffing and
therefore billing. These differences in access ro rhe services people are
authorized to receive are affecting both children and adults living in
their family home. For example, on average, respire care expendirures in
1998 were 70o/o of the authorized amounrs; in-home family supporrs
expenditures in 1998 wereS2o/o of authorizations. Interviews with
county waiver coordinarors and service providers suggest thar these
problems are ar leasr as serious in 2000 as they were in 1998 and in
some areas in more so

Irrespective ofconcerns about the fairness ofsuch differences and the
adequacy of the general commitment to families, rhe cosr implications
of failing to supporr people in their homes at relatively low cost at the
risk of hastening out-of-home placement occurrences are impressive.
Children living with their parents or extended family members had
average HCBS expenditures rhat were 42o/o of rhe average HCBS
expenditures for children living away from their family home (g18,262
and $43,064, respectively). Insufficient family supporr of children
brings a substantial financial as well as psychological and social cost
when it leads to our-of-home placement.

It is important to consider rhe effect of the current children who
receive HCBS funding growing up. Although Minnesota has a relatively
small proportion of children receiving HCBS (l2o/o) as rhese children
turn to adults, based on currenr expenditure parrerns, the cost for their
services will almost double. considerable new financial commitmenrs
will need to be secured for their furures unless there is a subsrantial
reduction in the use ofSLS services and a greater use orher alternatives
to group residential serrings, including "host family," extended family
care and other much less costly models.

There are several longer-term implications of Minnesotat current
cost allocation and expenditures practices. First, children make up a
very small portion of Minnesotis HCBS population (about lA.60/o),
but the difference between their "allowed" funding (i.e. the amounr
added to the counry-managed funding pool on their behalF) and the
amounts acrually spenr on services for them keep the srare sysrem our of
deficit. \With almost half (45o/o) of the HCBS recipients who are 20
years or younger being berween 16 years and 20 years old, the 83o/o
higher costs on average for services to adults than children presenrs a
fairly immediare threat ro rhe current modest 4.lo/o difference berween
allowed and paid costs.

Counties have been providing services to adulrs and children who
entered the HCBS program after 1995 at substantially less rhan rheir
allowable cosrs. Even in theTwin cities metro counties which in l99g
spent overall 4.8o/o more for their adult HCBS recipients rhan was
provided by the statet allowed expenditures for those same adults, the
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post-VAS allowances for adults were 5.3o/o more than expendirures.
Given the stabiliry in expenditures for pre and post-VAS enrollees, rhe
higher allowed costs derived from the \7AS (on average $55,838 as
compared with $44,497 for pre-\7AS enrollees), has been extremely
helpful to counties in managing the HCBS programs within budger.
This assistance through the \7AS has been all the more notable since
persons who entered HCBS services after 1995 do not differ from those
who entered earlier in levels or types of impairments. As results counries
have to increase their pools of resources more rapidly than expenditures
and make spending commitments to individuals whose services cosr
more than the amount allowed through the \7AS.
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Conclusion I
Vhile there certainly remain to be challenges and concerns regarding
HCBS for Minnesotan with MR/RC the vast majoriry of inrerviewees,
other key informants, data sets and other documenrs rhar informed this
evaluation suggesr rhat HCBS has supported people to having bener
integrated, more fulfilled lives. HCBS has enabled literally thousands of
people to remain in or to be reconnecred to their communities of
choice as active citizens and has done so at lower cost than traditional
congregate care through ICFs-MR and state institutions. Minnesotas
HCBS program has been rapidly growing more rhan doubling in total
recipients in just 6 years berween 1993 and 1999. k now faces chal-
lenges in building an effective infrastructure under a program rhar has
grown from the "akernarive" to ICF-MR to Minnesoras primary
program for people with MR/RC. Through focused and collaborative
strategic change, the challenges facing HCBS in Minnesota can be
addressed. Individuals who receive HCBS will benefit from the change
by gaining greater choice, increased respecr, grearer self-determinarion,
improved access, dependable and effective direct support, qualiry
assurance that improves qualiry and other initiatives rhat will achieve
the highest quality of communiry supporrs to Minnesotans with mental
retardation and related conditions.
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