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Best Practices Conference Meeting
February 16, 2001

10:00 - 2:00

Adolphus Hotel, Dallas
David G. Burnet Room

10:00 Introductions, Review of Agenda for this meeting
10:15 Conference Planning:

Hotel contract

Proposed Agenda

Finalizing Theme
Identification of Speakers

11:15 Issues/Concerns and Recommendations for communication
strategies between, Enterprise Foundation, CDDC and TCDD

12:00 Re-locate to Adams Mark Hotel for Lunch
1:15 Tour of Adams Mark Hotel
2:00 Budget:

Costs assoclated with Speakers (travel/honorarium)
CDDC Reception

2:30: Wrap-Up
Determination of Next Steps/Follow-Up
Overview of assignments { TCDD/Enterprise/CDDC)

3:00 Adjourn
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About This Report

This report summarizes the findings of a comprehensive evaluation of
Minnesota’s Medicaid Home and Community-Based Services (HCBS)
“waiver” program. This Executive Summary presents key findings,
positive accomplishments, remaining challenges and recommendations
from the full report. The full report may be obtained by request at the
addresses listed on the inside cover of this document.

Purpose of the Evaluation

In April 1999, the Minnesora Department of Human Services, Division
of Community Services for Minnesotans with Disabilities (DHS/
CSMD) contracted with the University of Minnesota to conduct an
independent evaluation of its Medicaid Home and Community Based
Services (HCBS) “waiver” program for persons with mental retardation
and related condirions {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, identify challenges in meeting 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 adulr recipients of HCBS;
written surveys of families, case managers, direct support staff, residen-
tial providers, and vocational providers; telephene interviews with
county HCBS coordinators in counties; focus group meetings with
representatives of key stakeholder groups; and reviews of relevant
documents,

What are HCBS?

The Medicaid HCBS was approved by Congress in 1981 to assist
people with MR/RC in their homes and communities, when without
such assistance they would need the level of care provided in an institu-
tional placement such as a community Intermediate Care Facility for
the Mentally Retarded (ICF-MR), or a Regional Treatment Center

(institution). Minnesota has been authorized o 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 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 1ts introduction 1n 1984, the HCBS program has been the
primary means of support for Minnesota’s dramatic shift from institu-
tional to home and community services {See Figure 1), During this
period, Minnesota reduced its state institution 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 5,600 to less
than 3,000, including a reduction of more than 50% in the number of
people living in non-state [CFs-MR with 16 or more residents. This
reduction in state institutions and large [CF-MR residents is among the
most notable in the United States.

Who Receives HCBS?

Approximately 8,000 Minnesotans benefit from HCBS. They represent
the full range of ages, tevels of mental retardation, and race/ethnicity (see
Table 1). As the HCBS program has matured, 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

Characteristic

% N
Age
Children (0-17 vrs.) 11.8% 830
Adules {18+ years) 88.29% 6,192
Level of MR
None {related condition} 1.8% 128
Mild 33.7% 2,330
Moderate 27.2% 1,886
Severe 20.4% 1,409
Profound 16.5% 1,143
Unspecified 0.4% 26
Race/Ethnicity
White, Non-Hispanic 94.8% 6,649
Black, Non-Hispanic 2.5% 174
Native American 1.4% 101
Astan/Pacific Islander 0.7% 51
Hispanic 0.6% 39
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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
ICE-MR resident was $60,600, and for Regional Treatment Center
residents was $197,465. Average annual HCBS expenditures vary
according to 2 number of factors. The most significant is where a
reciptent lives. The average 1998 cost 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) orin a
small ("corporate foster care”) group home ($54,733).

How Have Minnesotans Benefited
From HCBS?

This evaluation identified 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 quality of their lives, 3) people reconnecting with
family and friends, 4) children remaining with their family despite
disabilities thar would have once led to out-of-home placements, 5)
people having many more choices in their lives, and 6) people partici-
pating as full citizens and contributors to their communities. Over-
whelmingly, participants 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 evaluation. These recommendations appeared to
center around several broad themes including: quality of services; choice
and respect; individualized supports; direct support staff crisis; prE
tion from maltreatment; access to HCBS and affordable houging.

Please review the large technical report for this 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

. .- I
Stakeholders argue that quality assurance/enhancement activities

for HCBS should be improved. A new system is recommended
in which families and consumers are active participants in the
development, implementation and on going review of a rede-
signed quality assurance program that integrates health and
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| safety monirtoring, quality of life assessment, and quality im-
provement assistance.

*  The state should institute a program o share public information
9 regarding servtcégi@_;, oficomes andPsues {e.g., licensing

citations, substanttateﬂlﬁ&yeatmcm reports, employment
outcomes, choice making, respect and satisfaction data) so that
individuals and families can make informed decisions about

o

service options and providers of services.

*  Case managers need to be better able to contribute to the quality
of life of HCBS recipients through improved uraining on options
and creative ways to use them, greater comymitments and higher
expectations for individualized service outcomes, smaller average
“caseloads,” greater amounts and better quality of interactions
with HCBS recipients and families.

Choice and Respect
*  People who receive HCBS should have c}_l__igf_in.where and with

whom chey_hve, where they work and who provides their
—
support.

+  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 must be
expanded (e.g., consumer directed support options, consumer-

Qm/:wlied housing).

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

* Choice of case managers should be treated with the same respect

for individuals choice as other HCBS.

Individualized Supports
* Minnescta needs to promote a greater array of individualized

HCBS oprions (e.g., host families, consumer controlled 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).

*  Consumgr:directed community supports {CDCS) should be
avaitable to all HCBS recipients. The state should provide
technical assistance and training to counties to enable them o
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.
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*  Families nged substantially improved access to high quality in-

home respite and personal care supports. If the present system
cannot provide families with those services it recognizes as
needed, families should be empowered and supported ro use
their authorized resources to meet their own needs.

* A mechanism is needed to adequately support people whose
needs change over time due to their age and/or disabiliry. This
mechanism should not solely rely on counties to provide in-
creased support to people with changing needs by giving people
with lower support needs access to HCBS “slots” or by “forcing” .
people to move to a new provider in order to get an increase in !
services. A method should be developed to periodically re- ‘
determine a person’s needs and adjust the amount allowable
resources to the counties based on this re-determination.

*  The state should develop a system for accurately identifying and
tracking the amount, type and costs of service needed by and
prorised to individuals and their families versus the acrual |
amount and costs of the services received. The state 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, the state should make
1t 2 priority to create a coordinated workforce development
system with resources to significantly increase DSS and frontline
supervisor wages, reduce turnover, 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 [nvestigations units, State Ombuds-
man Office, county MR/RC services, common entry points,
county foster care licensing units, provider agencies, casc manag-
ers, direct support staff, and the individuals and families who
receive supports).

¢ The maltreatment reporting system should be designed w0
systematically respond to concerns voiced by stakeholders
regarding maltreatment reporting and follow-up. i

* A statewide method for tracking and conducting trend analyses
of al} incidents reported, irrespective of whether they involve [
substantiated maltreatment or whether they 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 understand the
proportion of individuals with certain characteristics thar are
prescribed psychotropic and other mood altering medicartions,
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 with MR/RC from ethnic, racial and cultural minority
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 minority groups and should provide informarion
and technical assistance to counties on specific outreach and
support methods designed to increase informarion for and access
to individuals and families from ethnic and racial minerity

groups.

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

Efforts should be made to better understand why HCBS is
under-utilized by these groups, and modifications to currenz
services should be made so that HCBS can be individualized 1o
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 state in decisions about
who and how people get access to HCBS are made.




Substantial efforts are needed to increase the availability of
supported employment opportunities {e.g., community group
work, individual community work} to all HCBS recipients who
want to work. Additionally the state should systemarically code
and use data collected on the screening documents to measure
progress in this area.

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

The tracking system developed by the state to provide counties
feedback regarding authorized and paid expenditures should be
improved so that more accurate and timely informarion is
provided in a manner useful to counties. The state should
increase the amount of DHS staff 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 possibility of making this a Web based system.

Affordable Housing

Consistency and fairness should be increased in the county
processes and priorities for decisions aboutr HCBS access.

Minnesota needs to increase access to affordable housing oprtions
for HCBS recipients who desire to own or rent their own homes
through expanded access to housing subsidies such as Section 8
and GRH-like assistance for non-licensed homes.

Executive Summary « 7
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Counties included in this
study:

Metropolitan Twin Cities Area:
Hennepin, Ramsey, Washington,
Ancka

Greater Minnesota Urban: Blue
Earth, Clay, Crow Wing, i
Olmsted, Sherburne, Stearns, St. I
Louis

Greater Minnesota Rural:
Becker, Carlton, Faribault,
LeSueur, Mabnomen, Martin, f
Meeker, Norman, Redwood,
Steele, Stevens, Wabasha,
Wantenwan,

Project Methods

Several different research methodologies were used to maximize the
validity and reliability of the findings in this evaluation. These methods
included: 1} analyses of data from existing state dara 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 supporr staff; 4) tele-
phone interviews with 21 county MR/RC HCRBS coordinators; 3)
meetings with representatives of stakeholder groups {e.g., Minnesota
Habiliration Coalition [MHC], Associarion of Residential Resources of
Minnesota [ARRM], Minnesota Developmental Achievement Centers
Association [MNDACA). the Minnesota Disability Law Center
[MDLC], Legal Aid, DHS-CSMD, Arc-Minnesota); and 6) document
review. These methodologies along with the research questions, descrip-
tion of the sample, access to the sample members, instrumentation, data
analyses, and the limitations of the study are reviewed in this section.

A Stakeholder Advisory Committee (SAC) was created to assure that
the MR/RC HCBS evaluation attended to the information needs,
perspectives and concerns of the program’s various constituents. The
SAC consisted of 38 individuals representing 2 variety of organizations,
agencies and stakeholder groups including: DHS — CSMD; the Minne-
sota Governor's Council on Developmental Disabilites (GCDDY); the
MDLC, Arc-Minnesota, county 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 chis study; 1) identifying questions 1o be asked of the various people
surveyed; 2) reviewing, editing and providing feedback on all instru-
ments; 3) communicating to the stakeholder groups they represented
about the purpose, design and outcomes of the evaluation, and 4)
assisting in the interpretation of the resuls of the evaluation and in
formulating and prioritizing recommendations based on these results.

This study used a representative sample of 474 current HCBS waiver
recipients to answer many of the research questions. Other research
questions were based on data provided for all HCBS recipients in
Minnesota. To select participants, Minnesota’s 87 counties were stratifted
into three categories: Twin Citles Metropolitan Area {7 counties},
counties In greater Minnesota urban centers with populations of 50,000
or more residents (11 counties) and counties in greater Minnesota rural
areas with populations of fess than 50,000 residents (69 counties). From
these groups, 24 representative counties were selected and invited 1o
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 met following
criteria: 1) their county of financial responsibility was one of the 24
counties in the sample, 2) their county 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 665 people was randomly selected. To that
random sample, a controlled over-sample of 35 people was selected
from among racial or ethnic minority group members receiving HCBS.
The additional selections from ethnic and racial minority groups were
controlled to reflect the proportion of minority group members receiv-
ing HCBS recipients in each of the three county types. The first 101
people selected who were nor eligible for the study or whe declined to
participate were replaced resulting in a total of 801 individuals who
were invited to participate.

Access to information about the services received by a sampled
individual depended on that individual or his/her legal guardian
providing informed consent to participate. Obtzining consent required
the involvement of each sample members’ county case manager. Case
managers were asked to verify the eligibility of sampled individuals,
explain the study and its demands to them, 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, county case
managers exercised the power of consent. When individuals or their
legal guardians declined to participare, a replacement was randomly
selected from the same county type and sampling group {general or the
minerity over-sample). Until individuals provided consent to partici-
pate, they remained anonymous to the interviewers.

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

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

Administrative Reporss. Information from the Health Care Financing
Administration (HCFA) Form 372 and Form 64 cost reports were used
to compare expenditures of HCBS and Intermediate Care Facility for
the Mentally Retarded (ICE-MR) recipients, including expenditures for
related Medicaid state plan services. Information from the Ocober,
1999 Report to the Legislature, “Home and Community Based Services
for Persons with Mental Retardation and Related Conditions” provided
background on the goals of DHS-CSMD for the HCBS programs,
information on challenges faced in the programs and statistical wrends in
state and county service days, allowed expenditures, authorized expendi-
tures and actual service payments between FY 1995 and FY 1999.

HCBS Payment Files. Department of Human Services payment files
were made available to analyze payments for fiscal years 1997 and 1998.
These data sets included informartion on: 1} total patd costs 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 « 9

Research Questions

« Whar are the demographic
characteristics of HCBS
recipients and how do their
characteristics differ from those
of ICF-MR recipients?

» Whar are the utilization and
costs of specific HCBS and
ather Medicaid services? How
do they differ across recipient
groups? How do they differ

across time?

« To what extent are basic
health, monitoring and service

needs of HCBS recipients met?

* Do recipients have adequate
opporiunities and quality of
fife?

* 1o whar extent are providers of
HCBS services providing high

quality supports and services?

o How do the total costs of
various services for HCBS
recipients vary? Hotw do costs
Jor various categories of service

ﬁ)r HCBS recipients vary?

o What are issues of concern

with the HCBS program?
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* Random sample, including
over- sample of peaple from
racial and ethnic minority
groups,

» Use of multiple research
methods,

o Multiple stakebolder group

perspectives,

* Representative sample, and

* Use of reliable instruments.

recipient; and 4) a range of analysis refated variables including counry,
conversion/diversion status, resource allocation grouping {1-4 or base
for persons entering prior to FY 1996), provider code and service
procedure codes.

Malrreatment Dara. 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 1o another agency. This data was used to
summarize the types 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 investigation
and their finat dispositions. This information also included the number
of direct support staff members who applied to work in licensed
programs who were disqualified based on background studies.

Quantitative datmcmbtained through
interviewing were analyzed using SPSS statistical software package. The
types 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 software packages, coded and then analyzed
by two separate researchers to identify themes and patterns. The
responses of county MR/RC Waiver Coordinators were also analyzed
separately by two researchers and independent summaries of cutcomes
were reviewed for common themes in an effort to ensure reliability of
findings.

Strengths and Limitations

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

1. 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 Minnesota.

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

3. The random selection of sample members from stratified
groups of service recipients and from different county types
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 dara sets, written surveys, face-to-face
interviews, telephone interviews, group interviews) increased
the validity of findings by identifying issues concerns and
trends with multiple methods and sources of information.
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5. Perspectives of varied and knowledgeable informants {HCBS
recipients, family members, case managers, residential
providers, vocational providers, direct supporr siaff members,
county HCBS Waiver Coordinators, various stakeholder
groups) provided comprehensive attention to important aspects

of the HCBS program.

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

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

Several limitations and potential threats to the reliabilicy and validicy ! Study Limitations:
of the dara coliection should also be noted. These include: o Low response rates from some
1. The response rates for certain surveys was not as high as was respondent groups,
desired. Factors affecting response rates included: project » Access 1o study parricipants via

timelines that limited oppottunities to conduct an adequate
program of follow-up of late and non-respondents for certain
surveys; limited rescurces for providing incentives 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 l
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.

case managers, and
. » Limited Pifaring of instru-

FRERLS.

2. Because the sample members could only be approached
through their county case managers, case managers who refused
or made half-hearted attemprs to recruit participants and o
gain their consent (or that of their guardians and family
members) affected the rate of participation and possibility the
representativeness of those who did participate.

3. Most but not alt of the questions included in the various
surveys were pilot tested prior to their use in the evaluation.
Although efforts were made to develop questions that were
valid and reliable, no formal testing of the psychometric
properties was conducted for certain questions. Questions
which were determined to be “problematic,” whether ficld-
tested or not, were excluded in the analyses.

Results and Discussion

This section presents an overview of the key findings of the evaluation
across a number of important topical areas including: HCBS use and
expansion, access, quality, supports and services, health, case manage- b
ment, providers, quality assurance, utilization and costs. Additional i
information on whar is working and what challenges still exist within
each of these areas is discussed.
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“Conversion and downsizing of
an [CF-MR with 15 people
allowed individuals t receive
HCBS services. Everyone whe
moved to homes for 3-4 peaple is
visibly happier, more indepen-
dent, and experienced reduced
behavior problems. They interact
more normally. They have pride
in “their bomes.” I have 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

visiting pavents].”

Real life examples are used throughout each key findings section to
illustrate what is working well and whar challenges still exist regarding
that specific topical area. These were obtained 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 anonymity to the respondents. Once the data were
received, the names of the respondents were eliminared in order to
protect confidentiality of the respondents.

HCBS Use and Expansion

This section of the evaluation reviewed information to determine the
use and growth of HCBS in Minnesota. It also made comparisons

berween [CF/MR and HCRS use in Minnesota and the United States as

a whole.

Key Findings
*  In 1999, nationally, 41.2% of HCBS recipients lived in homes
that were owned, rented or managed by an agency that provided w

residential supports compared with 73.6% of HCBS rectpients in
Minnesota.

*  In 1999, more than twice as many Minnesotans received HCBS

funded suI lorts as lived in ICF-MR facilities (7,102 vs. 3,101). 7

« In 1999 ¢ of all Minnesotans are members of white non-
Hispanic racial or cthnic groups as compared with 96.6% of g

ICF-MR residents and 94.8% of HCBS recipients,

*  Between 1992 and 1999 the proportion of Minnesorans from
non-white, non-Hispanic racial or ethnic 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 2800
O

people in state operated large ICE-MR settings from 1,033 10 72.
*  Of the 3,101 ICF-MR residents in 1999, 34% lived with 16 or

more other people.

*  Ofthe 3,181 ICF-MR residents and the 7,102 HCBS recipients
in 1999, 79.2% of persons with mild intellectual disabilities
received HCBS as compared with 50.6% of persons with pro-
found intellectual disabilities.

u

*  While more peopte with various health-related and other support
needs now receive HCBS funded supports than live in ICF-MR
settings, [CF-MR residents have proportionately greater health-
related and other support needs.

* The HCBS program in Minnesota now supports more people
Witlwmm

proportion of such individuals than the I[CF-MR program.

%




?.!3

*  Child HCBS recipients werg/most likely to 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 proportion-
ately more likely than younger adults to report needing assis-
rance 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 to address challenging
behavior, and speech or communication training.

What's Working?

Continued expansion of HCBS has supported the downsizing and
closure of many ICFs-MR and state institutions since HCBS began in
1984, burt especially between 1992 and 1999. In 1995, Minnesota
passed the milestone of HCBS recipients (4,897) exceeding the total
number of ICF-MR recipients (4,445). By June 1997, HCBS recipients
made up 63% of the combined toral ICF-MR residents (3,604) and
HCBS recipients (6,097). By June 1999, HCBS recipients had in-
creased to 70% of the 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 1o 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 10 2,045 (21% decline). Today, the HCBS program serves more
people with severe challenging behavior, more children, more adults,
more people with the most severe inrellectual impairments (profound
menzal retardation), more people with significant support needs, more
people with significant medical needs, and a higher proportion of
people from racially diverse groups than the ICF-MR program.

Challenges and Concerns

Despite its notable successes Minnesota exhibits unusually high reliance
on congregate care as its method of community service delivery when
compared with the U.S. as a whole. In June 1998, based on reports
from 42 states, nationwide an estimated 41.2% of HCBS recipients
lived in residential settings that were owned, rented or managed by the
agency that provided residential supports to HCBS recipients. In MN
this average is 73.6%. Likewise nationwide estimates of HCRS recipi-
ents who live with family members is 33.6% compared to 15.4% in
Minnesora. Additionally, nationally an estimated 15% of HCRS
recipients rent or own their own home/apartment as compared to only
4.9% in Minnesota.

Clearly the current pace and productivity of outreach, identification
and enrollment of people from ethnic and racial minority groups, will
not close the gap between majority and minority populations having
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“Jim was in two ICF-MR
Jacilities from the time he was 18
to 37. Few community-based
options were available for our
Jfamily because we five 2.5 hours
Jfrom any urban avea. For 15
yedrs nty parents saw him on
holidays or when they were able 1o
manage the 5-bour trip, HCBS
services have allowed us to have
him 5 minutes away and the past
three years has been a dream come

»”»

true.
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I was thrilled to receive a Waiver
Jor my child. But, I can’t find any
seaff. fust this week three PCAs
quit.”

access to HCBS in Minnesota. Even though the number of people from
racial and ethnic minority groups who are receiving HCBS increased
between 1992 and 1999, with the exception of Native Americans racial
and ethnic minerities were substantially less represented 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 disability 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 abour the higher expense of supporting indi-
viduals with more extensive support needs while maintaining the rotal
cost of services under a county’s allowable toral expenditures. An effort
was made to address this concern in 1995 with the implementation of
the Waiver Allocation Stroe ' TOTE T€SOUTCES 0 2
county’s allowable expenditures for persons with more extensive support
needs. Arguably this has contributed to there now being more persons,
with severe or profound intellectual disabilities receiving HCBS than
living in [CF-MR settingmyears after this change, however, persons

with severe or profound intellectual disabilities are still 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 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 state’s waiting

list for HCBS were explored.

Key Findings
*  There was 2 waiting list of 4,321 individuals with MR/RC for
HCBS in October 1999. Many of these persons {1,687} were
children living with their families, needing in-home and respite
care. Of those waiting, 1,151 were adults living alone or with
their families who were not currently receiving long-term care
Services.

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

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

*  While 81% of case managers reported that their county has a
written policy for prioritizing persons on the waiting list, only
37% said that copies of the policy were available o parents or
other members of the general public.




Although HCBS supports are intended to meet individual needs,
some counties reported selecting new HCBS participants based
at least partly on how well the person might match or “fit in”
with people currently supported in an SLS setting,

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

Many counties only complete HCBS waiver screenings if
specifically requested. One case manager reported their county
defers screenings until a “waiver stot” is available,

Over one-quarter {25.9%) 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 situa-
tions or b} people having the greatest impairments of all those
walting.

Among the 468 sample members, almost 30% 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 (26.1%).

Figure 2: Source of Initial Information
About HCBS for Families

Family/ Other
Friend 7 10%

1% _//
School N
5%
Advocate .
109
County/
County
M
74%

Families receiving HCBS supports reported significant difficulty
accessing respite services, crisis respite supports, and in-home

family supports (either they did not meet their needs or they
were not available).

When asked abour access to services for HCBS recipients in
general, case managers reported that the most difficult services to
access were crisis/respite, information on cutting edge innova-
tions, assistance on how to manage own services, regular respite
care, and transporzation.
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Most common barriers to
HCBS Access

» Too few divect support siaff,
+ Challenging behavior of people

who seek services, and

. Ldﬂé ofmmumer interest.
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A family bas five children, four
of whom have been diagnosed
with Fragile X. All children are
10 and under. Three of the
children now receive in-hame
HCBS services. It has kept the
Jamily togerher. Five young
children would be stressful for any
Jamily, but when they are special

needs it is even more stressful”

*+  Case managers for more than 23% of individual study partici-
pants reported having difficulty 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.

*  Denzral services were reportedly most difficult to access in greater
Minnesota urban counties, and generic community services were
most difficult 1o access in greater Minnesota rural counties.

*  Parents reported relatively greater difficulty getting information
about adaptive equipment or environmental modifications, in-
home supports, out-of-home residential supports and crisis
respite services than for other types of services.

What's Working?

Minnesota has an effective data 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 waiting
list, Establishing a baseline of who is waiting for supports and goals to
reduce this list are necessary prerequisites to achieving the desired
outcomes of providing supports to all who need them. Almost ali
Minnesotans waiting for HCBS services receive case management
services and other services {e.g., school or day program supports,
Medicaid state plan services for which they are eligible). Although
available supports may not meet all of their needs, Minnesota has made
an exe i uring that all eligible individuals and
families have basic support even as they 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 recent years,
there are still 4,321 Minnesotan’s waiting for HCBS services. Second,
white the state’s waiting list report provides good informarion about
people waiting for HCBS services, it does not contain all of the infor-
mation needed to fully describe the extent of unmet needs of people
with MR/RC in Minnesora.

For example, virwally all people waiting for HCBS are receiving
some support services from minimum entitlements to case manage-
ment, personal care and/or school services, but the extent to which
those are meeting individual needs or would need to be augmented to
do so is not available in the waiting list datz. 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 supports did not meet their needs or were not available
when they were needed. One reason for this difficulty is likely the
shortage and turnover of direct support staff. Minnesota is therefore
challenged to increase access to services both for people who currently
receive HCBS supports and for those on waiting lists.




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

Satisfaction and Quality of Services

The evaluation gathered information from HCBS recipients, families
and case managers about quality 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 (829%) and work

(89%j). They had friends (76%} and could see them when they
wanted to {74%).

*  Most people who receive HCBS { 85%) reported almost always
having a way to get to places they wanted to go.

*  HCBS recipients with community jobs did not feel they worked
enough hours and 22.5% were not satisfied with their earnings.

*  Families were most satisfied with transportation, out-of-home
residential services and case management. They were least
satisfied with environmental adaptations and adaptive equip-
ment, educational services, in-home supports, and respite
SErvices.

*  While families were mostly satisfied with complaint resolution
practices, providers of respite services, crisis behavioral services,
in-home supports and educational services were rated fower than
other types of services in satisfacrorily resolving complaints.

*  Families were less satisfied with planning for specialized therapy
services, home and environmental adaptation agencies, respite
services and in-home supports.

*  Twenty-five percent of families reported that residential out-of-
home providers rarely assisted cheir family members to find
friends, family members or neighbors to add to their support
networks.

*  Providers reported that the most common barriers 1o accessing
community supports were too few staff members {43%),
behavioral needs (43%), and lack of consumer interest {40%).

*  Providers reported that in the year prior to the survey, 34% of
residential sites added a new consumer, and 22% had one or
more consumer feave,
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“Since moving to Minnesota in
1996, the services available to our
daughter have been wonderful,
School, in-home assistance and
now out of home placement and
ber new work environment. The
transition stage was gradual with
lots of suppoert and that support
bas been ongoing. Her social
worker is fabulous and her new
home setring is very caring and

supportive, We feel so lucky!”

I support a young man with
antism in going to folk dance
elasses. Although at first he was
excited and scared of the crowds. I
belped him with the dance steps
and now he laughs and seems to

really like the classes.”
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My daughter had a Pphysically
abustve roommate, but the
problem was resolved in a timely
manner and she was able to move
into her own apartment. The
ntervention wds immediste —

staff listened and acted”.

I take a consumer I work with 1o
@ faod shelf to volunteer 2 days a
manth. The people who come to
the food shelf have gotten to know
her and always take the time 1o
talk with ber. She does not talk
but it is wonderful ta see the

interaction between ber and the

other people at the food shelf.”

“When we moved in we bad a
house warming party and were
welcomed by about eight of our
ne;;gfaéors who came 1o the party
or sent flowers or cookies. We have
a good relationship with our
neighbors and have a neighbor-
hood party each year to keep
everyone in touch with one

]

another,”

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

*  Case managers and county waiver coordinators overwhelmingly
rated HCBS services as supetior 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
quality 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, <risis respite or emergency care, and
person-centered lifestyle planning.

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

+  Case manager ratings of quality 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 setrings.

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

What's Working?

Many of the stakeholders involved in this evaluation reported overal
satisfaction with HCBS services. Consumers generally liked the places
they lived and worked. Most families were satisfied with transportation,
residential services and case management services. Families reported
that most of the time and in most settings staff members were under-
standing, respectful, professional and caring. Case mangers and county
waiver coordinators reported that when compared to I[CF-MR services,
HCBS services were superior with regard to people having choices,
privacy, feeling at “home,” participating in their community, picking
where and with whom they live, small size of home, and staffing ratios.
Eighty percent of case mangers rated HCBS supports as good or
excellent.

Adults receiving HCBS services had stable living environments (10%
had moved in the last year). Almost three-fourths of adulss reported
having friends and being able to see them when they wanted to.
Furthermore, 94% of HCBS recipients who receive Supported Living
Services (SLS) (typically in “corporate foster care settings”) had on-




going contact with their families. Almost all of the HCBS recipients
participated in commen community activities such as running errands,
going shopping, going out to 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 support from formal service providers in finding and using
natural supports such as friends, family members, neighbors or commu-
nity groups. Achieving meaningful community inclusion usually
requires both natural and paid supports in people’s lives. Shortages of
direct support staff, available staff working excessive overtime hours to
respond to shorrages, high turnover of experienced staff and limited
staff development are also having effects on people’s opportuniries.

Several findings suggest that improvements should be made in
facilitating community inclusion for HCBS recipients. For example,
25% 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 support networks. While 41% of the adult
respondents reported that they were never lonely, 8% said they were
always or often lonely and 51% indicated that they were sometimes
lonely. Providers reported that the most common barriers to accessing
community supports were too few staff members (43%), behavioral
needs of the people receiving services (43%), and lack of consumer
interest (40%). Increased efforts to support HCBS recipients in making
friends, building support networks and becoming fully parricipating
citizens in their communities of choice are needed to reduce the
loneliness expertienced by HCBS recipients.

Cuitural and ethnic facrors associated with perceived quality of
services and community inclusion could not be adequately addressed by
this study because of the practical limits on sampling respondents from
ethnic and racial minority groups. However, very few outcomes were
statistically different for sample members from ethnic and racial
minorities. Among important statistically significant differences were
that case managers reported that persons with racially or ethnically
diverse backgrounds experienced significantly lower quality of dental
services. Further investigation is needed to understand the quality and
outcomes of services for HCBS participants and individuals waiting for
HCBS supports 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, respect and sensitive support within the HCBS program.

Executive Summary » 19

A person [ supporr was always
being picked on (hit and slapped
constantly) by another client in
her previous placement. She bad
to move ﬁrrm ber previous
placement to bere — not the person

who was hitting her.”
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A consumer is communicating
that she doesn’t want to leave her
bouse to attend day programming.
Meetings have been held, a few
different approaches have been
tried and she is still coming to day
program. She is still very unhappy
abour coming to day program. So
there has nor been an outcome
and the consumers needs ave still

not being met.”

A man I support called his
maother on the phone for years and
would always listen to her but be
would never talk to her. Staff got
a picture of her out one time

when he was on the phone with
her and be said, “mamma.” His

mother was so happy she was

crying.”

!

Key Findings

Adults reported having friends and being able to see them when
they wanted. Almost all had at least some contact with their
families.

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

Many adults who receive services reported that direct support
staff {DSS) and other non-residents of their home entered
without knocking first (25%), thar there were restrictions on
phone use where they live (19%) or that people opened their
mail without permission {33%).

Large proportions of adults reported having no input in major
life decisions about where they would live (49%), work (57%),
or with whom they would live (72%).

Families reported that 17% of HCBS recipients were afraid of
someone in their residensial or work serting.

Families reported they had the least amount of choice in select-
ing a case manager (95% rarely/never).

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

Almost 20% of consumers who were capable of using a tele-
phone reported that their telephone use was restricted. This was
more likely 1o be true in corporate foster care settings. Thirry-
three percent reported that someone sometimes or always
opened their mail without permission. Again this was more
likely to be true in corporate foster care settings.

Figure 3: Consumeré‘@d t Have Choices About
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*  While going 1o religious services was really or somewhat impor-
tant to 72% of consumers, only 55% reported going to religious
services,

*  Families reported having the greatest degree of choice about in-
home supports and the least choice about who their case man-
ager was, transportation services, and types of vocational sup-
ports. Only 31.5% of families reported having 2 range of oprions
regarding out-of-home residential supports, and only 49.6%
reported choosing which agency provided out-of-home residen-
tial supports. Families in metro counties were significanty more
likely to report having a choice of vendor for residential services
than those in other counties.

*  While most family members reported being involved in deci-
sions about medical, dental, safety issues, house locarion, and
roommates, some reported never being involved in these deci-
sions (including some who were the legal guardian for their
family member).

*  Many county HCBS Waiver coordinators indicated that 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 reality in their counties is that families
often have little choice in who provides them with supports.

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

What's Working?

The ability to seek and maintain social development and relationships is
instrumentaf to human development and satisfaction. The majority of
adult HCBS recipients reported that they had friends and could see
them when desired and almost all had desired contact with their
families. Minnesota HCBS recipients reported that they felt supported
in developing and maintaining relationships. A majority of families
reported being involved in making important decisions regarding the
health, safety and weil-being of HCBS recipients. Parents reported 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 treared with respect. Reports from
25% of sample members who said people came into their homes
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without knocking, 10% who said people came into their bedroom
without knocking and 20% 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 attend-
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 without knocking) than
adults living in family homes, family foster care settings or their own
homes. Increased awareness, training and expectations must be made o
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 to them. Furthermore, many
recipients are excluded from basic daily decision making about meals,
bedtimes, and privacy. For example, 54% 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 31.5% of families reported having a range of options regarding
out-of-home residential supports, and only 49.6% reported choosing
which agency provided out-of-home residential supports. Families also
reported having little choice among agencies for case management,
transpostation, and vocational supports.

Supports for Families

This part of the evaluation gathered and reviewed information from
family members of HCBS recipients to assess the extent to which they
as farnily 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 |
: . : r

were understanding, respectful, professional and caring. :

*  Families were generally satisfied with the extent to which out-of-
home residential services worked with the family in planning for

the future.

*  While generally satisfied with the flexibility of employment, case
management and out-of-home residential services, families were
less satisfied with the flexibility of respire services, in-home
supports, and educational services.

* In 1999 Minnesota had 2 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 .i
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What's working?

Being treated with respect and dignity is a critical component of service
delivery and custemer service. High proportions of family members
surveyed reported that in most setrings staff were understanding,
respectful, professional and caring. Their testimony confirms that in
general Minnesotas service provider organizations and personnel are
dedicated to supporting and enhancing the fives of people with disabili-
ties and their families. Families also reported general satisfaction with
the flexibility offered in employment, case management and out of
home residential service,

Challenges and Concerns i

Although substantial majorities of families reported satisfaction with
their services, more than 25% of families were not satisfied with in- :
home supports, respite services, specialized therapies, environmental I
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“The assistive technology our son
recetved through the Waiver has
opened up many possibilities for

bis life.”

“Our family was able to attend a
Sotos Syndrome conference in
Seattle, WA where we were able to
become better educated on this

»

syndrome.

adaptations, adaptive equipment and education. These families reported
thar in-home and respite supports were the least likely o 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 the
specific needs of families and individuals and shows how failure to be so
leads ro consumer dissatisfaction. The perceived lack of flexibiliry is
undoubrtedly attributed to the general shorrage of qualified staff to meet
the needs of respite and in-home recipients. Because of that shorrage
families often get fewer hours than they have been authorized and are
often “forced to take what they can get,” the antitheses of the flexibility
these services are expected o exhibit.

Families receiving respite or in-home family supports also report less
support from case managers and service providers in helping them 1o
plan for their future needs. Although 79% of families reported that
most of the time case mangers helped them plan for the future, 21% of
families reported that this occurred only some of the time or rarely.
Continued efforts are needed to ensure that service providers and case
mmanagers are attending to and supporting families in planning for their
futurc needs.

While the majority of families usually choose the respite provider
they use, 21% reported never or only sometimes having a choice.
Similarly, white most families choose the person who will come into
their home to provide in-home supports, 10% rarely or never do, and
20% choose only some of the rime. Given the intrusive nature of
having a person provide supports in the family home, assuring such
choice should be a priority. One such strategy is to increase the oppor-
tunities for families and individuals to participate in consumer directed
community support options where they are given the opportunity to =
choose who provides them with supports.

There were differences between case manager assessments of HCBS
services and the family reports of satisfaction%ﬁfgﬂ—sr&'ﬁr
thar case management services were the most likely to be of excellent
quality while families reported greater satisfaction with out-of-home
residential supports and transportation than with case management.
Conversely case managers rated transportation services as one of the
lowest quality services while families receiving transportation services
rated 1t as the service with which they were most often satisfied. This
apparent discrepancy may be related to an access issue. That is, low case
management ratings may reflect relative difficulty in accessing transpor-
tation services while parent satisfaction ratings are for those who
actually ger transportation services. Environmental adaprations, assistive
technology and adaptive equipment were rated near the bottom 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 commitment to assure thar all
possible family support and substitute family alternatives options have
been exhausted before children are placed in non-family congregate
settings. A formal commitment to the philosophy and goals of “perma-
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nency planning” as has been made in states like Michigan should l
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 report includes key findings '
and issues related to the types of supports and services HCBS recipients
receive.

Key Findings
*  Eighty-three percent of HCBS recipients receive SLS services l

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

*  Overall, 26.8% of adult HCBS recipients interviewed worked in
supported employment or work crew or community group work l
settings exclusively, 27.4% worked in both supported employ-
ment, wotk crew, or community group work and facility based
employment, but 29.5% worked burt only in a center based
program, and 16.3% were reported to receive only non-voca-
tional day program services.

Figure 6: Where HCBS Recipients Work

16%

O supporied employment or work
crew

27%

O facilicy based day program

O both facility based and supported

employment or work crew
: 27%

M non-vocauonal day program
Yp

30%

*  Although only 15.6% of all HCBS recipients lived with their
immediate family, more than 73% of children did.

*  HCBS recipients from diverse racial and culrural backgrounds
were substantially younger, on average than other HCBS
recipients (32.6% were birth through 19 years compared with
14.3% of other HCBS recipients)

*  HCBS recipients from diverse racial and cultural backgrounds
were less likely to live in corporate foster care settings (55.1% vs.
66.1%) or to live with a live-in foster caregiver {4.4% vs. 7.7%)},
but more likely to live with their immediate family (27.7% vs.
15.0%; or with a foster family (7.9% vs. 5.5%). Most of these
differences are attributable to their younger age.
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“We provide suppores to a man
whe for years turned down several
supported employment opportuni-
ties. We continued to pursue and
offer chances for this persan 1o
work in the community At the
last meeting he and his brother
agreed thar he'd give it a try He
got & job ar Burger King and he
loved it! They started an employee
of the month award and he was
the first recipient of the award,
When they asked him what he
wanted as an incentive or reward
he said a Burger King jacker. They
got him ane. Now, you couldn’t get
him to leave Burger King for
anything.”

HCBS recipients in greater Minnesota urban counties were
significantly less likely to be in non-vocational day programs
(8.1%).

More than 60% of HCBS participants were indicated to have
had 2 behavioral support plan. Prevalence for moderate to very
severe challenging behaviors included: temper outbursts (37.9%),
physical aggression (27.6%), verbal or gestural aggression
(31.0%), self-injurious behavior (23.3%), and property destruc-
tion (21.8%). Moderate 10 very severe challenging behaviors were
more common among children receiving HCBS than aduls.

Sixty-four percent of vocational sites and 26% of residential sites
reported consulting with a regional crisis team in the Jast 12
months, Twenty percent of vocational sites and 7% of residential
sites supported a person who had been sent to an off-site crisis
program in the last 12 months.

During the previous year HCBS residential and vocational
providers reported resorting to crisis interventions for one or
mote service recipients, including calling police to assist with a
behavioral crisis {18.1% of sites), using an ambulance or police
1o transport a person to a psychiatric ward or a general hospital
{13.4%), overnight stays in a hospital psychiatric ward {15.7%),
suspension or demission from the program (9.7%) and tempo-
rary placement in a regional treatment center or the Minnesota

Extended Treatment Options program (METO) (7.4%).

While fewer than 6% of residential sites reported using any type
of restriction or punishment controlied by Minnesota’s Rule 40,
18% of vocational sites used planned physical restraines (this
difference is hkely explained by the fact that vocational sites on
average supported larger numbers of people at any given site).

All but two of the 21 HCBS waiver coordinators 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 county said that the crisis team was unclear
about their responsibilities and that 2 “bed” was not always
avallable when needed.

Overall, 54.6% of families reported thar their family member
received one or more form of specialized therapy. Therapies
received included occupational therapy (41.0%), speech therapy
(41.0%), mental health counseling {36%), physical therapy
{35%;, behavioral therapy (28%) and other therapies (14.0%).

Overall, 33.3% of families reported that their family member
used some form of assistive technology. A total of 21.3% re-
ported that their family member used environmental adaptations
or modifications.




¢ Overall, 49.1% of all travel by HCBS recipients was provided in
site vehicles and 24.5% was provided in staff vehicles. Less than
10% of travel was completed using fixed route public transporta-
tien, door-to-door public transportation, door-to-door private
transportation or other modes of transportation.

What's Working?

Most adults in the sample reported working in community settings at
least part of the time. Overall, 26.8% of adult HCBS recipients inter-
viewed worked in supported employment or group work crews exclu-
sively, 27.4% worked in both supported employment or work crew and
facility based employment, 29.5% worked but only in a center based
program, and 16.3% were reported to only receive non-vocational day
program services,

At the time of Minnesota’s last HCBS evaluation in 1991-1992, the
state still had over 1,100 people in large state institutions. Qne barrier
to moving those individuals to community homes was the lack of an
adequate crisis prevention and intervention system for community
services. Since that time, Minnesota has developed a crisis prevention
and intervention system using a mix of private and public specialists o
assist families and provider agencies in supporting individuals with
challenging behavior. This evaluation found that in 1999, providers not
only reported access to the crisis prevention and intervention system,
almost half (42.3%) of all providers in the study reported using this
system in the last 12 months (37.6% reported consulting with regional
crisis services, and 22% reported using on-site intervention by crisis
team members).

The HCBS program is supporting in the community people who
would have once been institutionalized and is doing so withour state
institutions as a “safety net.” In 1999 the extent of challenging behavior
among HCBS recipients exceeds that of ICF-MR residents and include
people who have significant challenging behaviors including temper
outbursts (37.9%), aggressive-verbal/gestural behavior (31%), physical
aggression (27.6%), self-injury (23.3%), property destruction (21.8%),
inappropriate sexual behavior (12.5%), running away (9.9%), eating
non-food substances {6.6%), and breaking laws {4.1%). Over 60% of
HCBS recipients now have behavioral support plans, but very few
people are reported to present behavior challenges that exceed the
expertise within their provider agencies.

Chalienges and Concerns

The most common living arrangement for HCBS recipients is a
“corporate foster care” home with shift staff (65.4% of all recipients).
This is also the most costly type of service. To assure resources to reduce
waiting lists and to serve those children who are cutrently receiving
HCBS in their family when they become adults and seek to move to
their own homes, service initiatives should focus alternatives to corpo-
rate foster care as the predominant mode of support,
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“Finding residential services and
day training has been very easy
However, finding other special
services has been very difficult.
Speechlcommunication services
are available if we make a 120
mile round trip. Physical and
occupational therapy has been
equally troubling. Local peaple
seem very reluctant to work with
people with disabilities, . . some
have directly stated to us thar they
believe physical therapy is a “waste
of taxpayer dollars.”
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“Michael lives in a group home
with 2 other young men. His
Physical condition is deteriorating
every day. His staff puts forth
extra effore to see that be works
our and swims ar the YMCA four
times a week ~ the supporz of bis
case manager and group home
seaff was needed to get him
enrolled {at the YMCA]."

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 cutreach strategies to diverse racial and ethnic communities
to increase the proportion of people from these communities who
receive HCBS.

The majority of HCBS recipients still receive facility based work or
non-vocational services {59.5%), in Greater Minnesota rural counties
this percentage is significantly higher (71.4%). Additicnally, many
individuals reported that they wanted ro work in a community 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 support needs of the people they served,
28% used other crisis Intervention techniques in the 12 months before
the survey. For example, 11.2% sent people to an off-site crisis program,
18.1% called police to assist with a crisis, 13.4% used overnight stays in
a hospizal psychiatric ward, 9.7% suspended or demitted 2 person from
a program and 7.4% temporarily placed 2 person in a state operated
crisis center, a psychiatric unit or Minnesota Extended Treatment

Options (METO).

Health Supports

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

Key Findings
¢ Overall, 98% of adults living in corporate foster care settings,

and 84% of adults living in family foster care, with their families
or on their own had had a physical exam in the last year.

*  Qverall, 89% of adults had been to the dentist within the
previous 6 months. People with less severe mental retardation
and less challenging behavior were more likely 1o have been to
the dentist.

Figure 7: Availability and Quality of Health Care
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*  Overall, 74% of adult women had received 2 gynecological exam |
in the past year. Older women, women with mild or moderate ‘
mental retardation, and wornen living in corporate foster care ‘
settings were more likely to have had a gynecological exam in the
last year. |

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

*  Case managers reported that the overall quality of dental care i
was between fair and good. Case manager assessments of quality |
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 intense medical 1
SupCrvision,

Figure 8: Percent Using Psychotropic Medications
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Overall, 43% of adults interviewed reported receiving medica-
tion for mood, anxiety or behavior problems. Providers reported
that 34% of all individuals they supported were receiving
psychotropic medications.

Case managers reported that dental care was more ditficult 1o
access than health care and physician services. They also reporred
that dental services were less available to persons in Greater
Minnesota urban counties than in the other county types.

Families whose family member with MR/RC lived with them
were less likely to report that their family member was healthy
than families whose member lived elsewhere (79% vs. 90%).
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A person I support began taking
new medication for some of her
problem behavior. The staff felt
she was overmedicared because her
bebavior became very bizarre
after she started on the new
medication. Seaff reported it to
the nurse and the administration
but we were largely ignoved. This
made staff burn 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 quality of health
care available to HCBS recipients was above average {mean 3.06;
O=poor, 4=excellent). Almost 92% of adult HCBS recipients had a
physical exam within the past year, and 89% had been to the dentist. As
a point of comparison the National Health Interview Survey, Disability
Supplement found that a total of 60% 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, 36% had
seen a specialist physician and 89.7% had seen one or the other or both.

Challenges and Concerns

Across indicators, health care access and quality were reported to be
better for HCBS participants living in corporate foster care sertings
than those living in other types of settings. Access to dental care was
reported to be worse for people with severe or profound mental retarda-
tion, people with more serious challenging behaviors, and people in
urban counties of Greater Minnesota. The quality of dental care was
reported to be better for people in corporate foster care settings, people
who were ambularory, people who were white, and people who required
more medical supervision. Quality of medical care was reported 1o be
better for individuals with special medical needs. Efforts should be
made to more fully evaluaze access 1o medical and dental care (includ-
ing gynecological care) across the state, especially for persons with more
severe intellectual and behavioral disabilities. Access 1o gynecological
care for younger women, women with severe or profound mental
retardation, and women not living in corporate foster care settings may
also need improvement.

The final concern is the high use of medications for mood, anxiety
or behavior for persons in HCBS settings. Both providers and indi-
vidual consumers {and their proxies) reported high rates of psychotropic
medication use {33% and 43% respectively). In 1999, ICF-MR provid-
ers reported 34.4% of 2,945 Minnesotans living in ICF-MR settings
received “drugs to control behavior” (Karon & Beutel, 2000). In the
National Health Interview Survey Supplement on Disability sample,
10.5% of people with MR/DD were taking prescription medication for
an ongoing mental or emoticnal condition. Since the screening docu-
ment does not ask about the use of psychotropic medication, however,
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 types and classes of
mood altering drugs that are being used and for what reason they are
prescribed. It is important to determine whether the mood altering
drugs (psychotropic medications) that are being prescribed o HCBS
recipients today have high rates of extra-pyramidal side effects {e.g.,
tardive dyskinesia) or whether they are the newer anti-depressant, anti-
anxiety or anti-psychotic medications whose side effect profiles are
much less severe. Further examination of this issue should also consider
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the extent to which psychotropic medications 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 Coordination/Case
Management

The service coordinator/case management component of the evaluation
gathered and analyzed in formation on case management services to
identify aspects of their quality and availability. The roles and functions
that case managers play in the lives of HCBS recipients were also

studied.

Key Findings
*  Eighty-four percent of HCBS recipients had at least one visit

from their case manager in their home in the previous 6 months
and 93% had ar 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 (48%} or to their
day program {50%) in the last six months.

¢ Overall, 75% of consumers said they could talk to their case
manager whenever they wanted to, 85% said their case manager
helps them with their needs and 67% said it is easy to contact
their case manager.

* Eighty-seven percent of consumers reported they had 2 planning
meeting in the last year. Of those, 90% attended the meeting,
44% reported choosing the things in their plan, and 21% chose
who came to the meeting.

“We often don't get curvent up to
date ISPs from case managers and

Figure 9: Consumer Choose the Things in His/Her
individual Plan
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Almost all of the case managers had developed an ISP for the
recipient in the last 12 months {94%) and assessed the person’s
progress {86%). About three fourths had supported family, staff
and administrators to meet needs (79%), had determined
eligibility for services (77%), or had reviewed the health or safery
of the person in context {74%).

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

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

Famities reported that most of the time case managers provided
culturally appropriate service {2.93 out of 3), delivered satisfac-
tory cutcomes {2.86), and were responsive to the family needs
{2.78). However, families of HCBS recipients whe were non-
white reported significantly less sacisfaction with the extent to
which case management services were delivered in 2 culturally
appropriate manner.

Families were less satisfied that their case managers knew about
the availability of services, supported what the family wanted or
needed or provided information in 2 manner that was easy to
understand.

Figure 10: Family Satisfied with Case
Management Qverall
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While both residential and vocational providers rated case
management services as good overall, residential providers were
significantly less satisfied than vocational providers with conflict
resolution invelving case managers.




*  Case managers in rural counties were more likely to have assisted
in determining eligibility, developed a HCBS budget, made a
nonscheduled visit to 2 day program, and made more frequent
contacts {e.g. phone, letters, meeting attendance) than case
managers from other types of counties.

*  Case managers in metro counties were significantly more likely
to have presented families and individuals with options for new
services, taken action to protect the rights of a person they
served, and 1o have received, reviewed and responded to vulner-
able adult reports.

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

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

HCBS recipients.

*  Case managers were more likely have developed 2 HCBS budger,
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 (90%) than were
case managers of urban counties of greater Minnesota (82%) or
of rural counties (50%).

What's Working?

Despite the caseload size 2nd dermands on case managers, families,
providers and individual recipients all report general satisfaction wich
case management services (on average “good,” but rarely “excellent™).
Most families are satisfied with case manager services and supports most
of the time and find their case manager responsive to family needs most
of the time. Case mangers are reported generally to be able to find
opportunities to visit HCBS recipients in their homes {84% of sample
members were visited in the previous 6 months), and 50% of sampte
members were visited more than twice. About 45% 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 out forms and paperwork, present options
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 about the function of
case management with respect to people who receive in-home supports
and the extent to which the supports provided by case managers
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I found our that in a 3-month
period the county had been paid
about $1,000 for the case
manager assigned to my child. I
was shocked because the case
manager really had done nothing
Jor our family yet in terms of
finding and accessing needed
services. My estimate was that we
had actuality received anly about
330 worth of case management

services.
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“I requested a specific county case
manager because that person knew
my daughter. This request was
denied by the county because there
had been no previous complaints
about the exiting case manager

assigned to my daughter.”

respond to special circumstances and needs of families.

Clearly, case manager roles varied significantly by type of county
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 state
case managers have a great deal of responsibility. They are a viewed as
having an essential role in assuring quality and outcomes for HCBS
recipients. Many counties report thar their case managers make deci-
sions about who is the greatest priority to receive HCBS services. They
are the county’s link with service recipients and with the service provid-
ers with which the county contracts.

Given significant role of case managers in developing and following
up on the implementation of individual support plans as well as in
ensuring quality 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 greater
than 53 including 5 that were slightly higher {53.3 to 55.5) (Cooper &
Smith, 1996). Stakeholders perceive caseloads as too high. High
caseloads are reflected in the finding that 33% of HCBS recipients
report that it is not easy to contact their case manager.

Not only are caseload sizes high, there is great diversity in the people
on those cascloads. But only 51% of case managers report thar 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
40% of case managers reported that they found their education 1o be of
limired 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 peoples expectations
for individualized case manager support 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 those
related to receiving information from case managers that is easy to
access and understand (lowest in family satisfaction), support for
creative ideas (lowest in provider satisfaction}, presenting options for
new services and/or providers {provided to only 50% of sample mem-
bers in the year prior to the survey), or visiting new potential service
sites with HCBS recipients (provided to only 18% of sample members
in the previous year). These are areas of essential performance in
increasing consumer control and implementing the Consumer Directed
Community Supports HCBS service option. Of related concern was
that 45% of HCBS recipients interviewed reported that they were not
involved at all in choosing who attended their planning meetings. Only
18% 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 part of any state efforr to fulfill the state’s commitment
to person-centered HCBS.
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Provider Agencies

|
The evaluation gathered and analyzed information from provider ‘
agencles at the service site fevel to identify the nature and scope of |
services provided, and the demographics and characreristics of direct [
support staff who provide HCBS services.
|
|
.
|

Key Findings
Provider Agency Size/Scope

*  Swxry-nine percent of residential Supported Living Services (SLS) !
sites supported four people. The typical site employed 6.5 direct |
support staff {DSS), one supervisor, and three on-call DSS. ]

*  The typical vocational site supported 29 people and employed I
11.6 DSS, one supervisor and 2.5 on-call DSS.

*  With few exceptions county waiver coordinators and case |
managers reported that they considered individual recipient and
family opinion when selecting 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 opinien was consid-
cred when SLS services are selected.

*  Almost all HCBS waiver coordinators reported substantial _
difficulry finding existing providers to meet the amount and type |
of demand for HCBS services.

*  Many county waiver coordinators noted particular difficulty in
finding providers qualified to address the needs of people with |
high medical and/or behavioral suppott needs.

*  Some counties reported difficulty in finding providers to support !
individuals in very rural areas and on American Indian reserva- i
tions.

DSS Recruitment and Vacancy ‘

* Inthisstudy, 75% of all providers reported finding qualified _
applicants for DSS positions was a challenge compared 10 57% | “4s 4 single mom I have lost three

of residential providers in 1995. | jobs due to missing hours of work

*  Despite families reporting serious problems getting in-home because I cannot find PCA care or
supports, case managers said families not gerring authorized or
needed services, and families not finding people to hire was a
moderately serious to serious problem.

rf:rey call in sick or simply don't

show up.”

'
. . |
*  Providers reported paying for an average of 46.1 hours of |
overtime per site in the month prior to the survey. Overrime I
hours constituted substantially higher proportion of total hours |
paid in residential site than in vocational settings. |

1

|

*  Average costs for recruitment of a new DSS included $334 per
month per site for overtime and $250 per month for local
advertising (excluding adverrising costs paid by parent agencies).
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*  While 43% of vocational providers reported using temporary
agency employees, only 4% of residential providers did.

*  Residential provider vacancy rates were 13.9% in metro coun-
ties, 6.0% in urban counties of greater Minnesota, and 8.4% in
rural counties. About 4.5% of all 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 counties 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 that paid higher DSS starting wages.

DSS Wage and Benefits
*  Starting wages for residentia] DSS averaged $8.13 and mean
wages of all staff averaged $8.81.

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

*  Starting wages in residential settings grew 15% berween 1995
and 2000; average “top wages” rose only 9.6% during those
years. According to the Minnesota Department of Economic

Security, the average wage for all Minnesotans increased by
22.4% berween 1995 and 1999.

¢ Overall, 649 of residential DSS and 83% of vocational DSS
were eligible for benefits.

*» Thirteen percent of DSS were currently students. While 32%
said their employers offered tuition reimbursement, only 6%
actually received tuition reimbursement in the previous year.

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

Figure 11: Changes in DSS Wages 1995-1999
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DSS Retention

Forry-six percent of providers said DSS turnover was a problem,
and 28% 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 foster providers, and
recruiting residential and in-home staff were serious to extremely
serious problems facing the HCBS program.

While 40% of DSS said their job responsibilities and working

conditions turned out to be what they expected, 45% said they
were only somewhat as expected, and 10% said they definitely

were not as expected.

DSS wrnover for 1999 averaged 44% in residential setrings and
23% in vocational settings.

Figure 12: DSS Turnover Rates in 1999
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Residential Vocational

Turnover was significantly higher in sites offering lower average
wages, serving people with more intense support needs, and in
metro counties,

Forty percent of all residential DSS and 35% of vocational DSS
had been in their jobs for less than one year.

Many families reported turnover was a problem including 50%
of families whose family member received out-of-home residen-
tial services, 48% of families receiving in-home supports, and
35% of families receiving respite services. Families in urban
counties of greater Minnesota were mote likely to say thar
turnover was a problem.
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"I think the biggest problem in
this whole field are the low wages
{fof direct supporr staff] which
lead to burnout, frustration and
high turnover. I love my job buz [
ani only making $10.25 an bour
as a live in coordinator with a
BA degree and many years of
experience. This needs to change!”

My daughter bas consistently
only recetved about 50% af the
in-hame and PCA hours she is

authorized. ”
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“Our child has had the same staff
person for the past two years. This
counselor bas /Jdpea’ her grow,
develop, become mare social,
understand cause and effect such
as consequences to her behavior.
She bas taught ber to think about
bow things could bappen and to

make better choices.”

DSS were most satisfied with their relationships with their co-
workers, the availability of their direct supervisor, and the
attitudes of consumers about their agency. They were least
satisfied with their pay, the support they received from agency
administrators and managers, the support 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 settings (42% vs. 20%).

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

Owverall, 499 of residential DSS, and 72% of vocarional DSS

were full-time employees.

DSS Training and Education

Seventy-one percent of all DSS were certified te administer
medications.

Restdential providers offered more than 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, community services and
nerworking, empowerment and self-determination, and advocat-
ing for people with disabilities.

Vocational providers offered more than five hours of training per
year on CPR, organizational participation, and program imple-
mentation. 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 most knowledgeable about respecting
people with disabilities (average rating 3.69 out of 4 with
indicating “advanced” knowledge}, abuse and neglect (3.56), and
consumer safety (3.50).

Direct support staff reported that they feel least knowledgeable
about organizational participation (2.62), vocational, educa-
tional and career supports for people who recetve suppoct
services (2.77), educarion, training and self-development for staff
{2.91), community services and nerworking {2.93), and assessing
medical conditions (2.96).




*»  Fifty-nine percent of DSS agreed or strongly agreed that their
organization’s orientation and training program is excellent.
However, 35% said the agency should improve its current
training program and 22% said the agency should develop a new
training program.

Other

*  Case managers In metro area counties were more concerned
abous staffing issues (e.g., recruitment, retention, training) than
case managers in other regions.

*  Almost all county waiver coordinators reported a decline in the
quality and quantity of staff being hired. Several noted that the
quality 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
restdential site offered 103 hours of training per year and each voca-
tional site offered 81 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 quality of life of the people they support. About half of the DSS
rated their agency’s training program as excellent. Direct support staff
also report that their supervision, benefits, co-workers and supervisor
relationships, schedule and flexibility, opportunities for on-going
development, morale, and support from supervisors and families are
“good.”

Challenges and Concerns

All of the stakeholders who participated in this evaluation reported
concerns abour the severity and effects of direct support staff vacancies,
turnover, and difficulties in recruiting needed staff members. Direct
support staff turnover was reported to be 44% in residential settings
statewide, and vacancy rates for metro area residential providers ex-
ceeded 13%. Many families reported turnover was a problem, including
50% of families whose member received out-of-home residential
services, 48% of families receiving in-home supports, and 35% of
families receiving respite services. The turnover rates were higher in the
urban counties of greater Minnesota.

Seventy-five percent of providers reported difficulty finding qualified
applicants for DSS positions. Many counties reported an inability to
develop new services and supports or significant delays in doing so
because of difficulties in finding qualified staff. All county waiver
coordinators interviewed reported that they had seen a decrease in the
quality of HCBS because the quality of both direct support staff and
supervisors is steadily declining. In addition to DSS shortages, county
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“Qur provider agency has a staff
and family picnic where staff and
families of the entire organization
get together to informally nenwork
in an informal, relaxed armo-

sphere.”
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"My sen was badly burned in a
group home because there was not

erzaug}}r staff.”

Figure 13: Workforce Problems in Agencies
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walver coordinatoss reported nursing shortages, severe housing short-
ages, and difficulty finding providers qualified to address the needs of
people with high medical ot behavioral needs. Stakeholders perceived
staffing issues as one of the greatest barriers to growth and sustainability
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.

While DSS receive substantial amounts of training, relatively little of
it 1s reported to focus on essential DSS skills such as formal and infor-
mal assessment, advocating for people with disabilities, community
services and networking, and empowerment and self-derermination,
Over one-third of DSS said training should be improved and 22% 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 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 o take concrete daily action to foster
the self-determination of the people they suppor:s. 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, satisfaction, training) between agencies that pay
higher wages and relatedly between vocational and residential providers,
and between private and public providers. These differences suggest a
need for atrention in policy on wage equity berween service types.
Additionally, while many of the people who left positions left within the
first six months of employment, $9.1% had been in their positions




mote than z year. The average high wage for long term DSS in service
sites increased only 9.6% berween 1995 and 2000 an average increase
in starting DSS wages of 15%. Salary compression is an important issue
for reraining experienced DSS. Wage compensation also appears to be a
major challenge to maintaining a skilled workforce. Systemic atzention
to the important challenges of worker compensation should include
incentives for workers to stay in their existing positions.

Quality Assurance and Monitoring
of Services

This section reviews key findings and issues in the area of quality
assurance. Topics include fear, safety, victimization and injuries, deaths,
maltrcatment reporting and the performance of the quality assurance
and monitoring system for HCBS.

Key Findings
Fear and Safety

*  Forty percent of DSS and 49% of provider agencies (residential
and vocational) reported that consumer-to-consumer violence
was a problem (8% and 10% respectively said it was a moderate
or severe problem).

*  When asked, “Does anybody where you live hurt vou,” 85% of
consumers said nobody hurt them, 7% said a roommate had,
3% said staff, and 5% said someone else had.

*  Families reported that 17% of individuals in out-of-home
residential settings were afraid of someone (including 11% who
were afraid of their roommates) and 12% of individuals were
afraid of someone at work {including 8% who were afraid of a
co-worker).

Figure 14: Consumer to Consumer Violence
Problem: Provider Report
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A fellow housematze o of my
daughter’s bit ber in the back.

"

Ninety percent of all consumers felt safe where they live, and
76% reported feeling safe in their neighborhoods {(11% said they
felt unsafe in their neighborhood).

Twenty-one percent of families who had a family member who
received crisis behavioral supports reported that their family
member was afraid of someone in their erisis behavioral service
serting,

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 at school.

Victimization and Injuries

Sampled vocational service providers reported that 17 of 3,301
individuals {0.5%} 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 611
individuals (6.2%) were victims of erimes reported to law
enforcement. By comparison, 31% of Minnesotans reported they
were a victim 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 maltrearment reports to labor shortages.

Processed Maitreatment Reports

In 1998, 508 vuinerable adulr {(VA) or malrreatment of minor

(MQOMA) 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 types of
settings).

In 1998, between 16% and 18% of VA or MOMA reports
processed by DHS for day program, ICF-MR, SILS, and HCBS
adult foster care scttings were assigned for detailed investigation
as compared with 22% of DHS processed reports for other
HCBS recipients.

Reports determined not to involve maltreatment as defined by
VA or MOMA statutes could either be screened out {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 reports
involving HCBS adult foster care settings that did not involve
maltreatment were referred to county licensing units or other
agencies for further action.
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* In 1998, 1,856 reports reviewed by DHS and determined not to
involve maltreatment were logged. Of those, 493 were screened
out and 1,363 were referred to other agencies. The most com-
men type of complaint referred to other agencies involved
allegations of neglect, unexplained injuries, physical abuse,
emotional/verbal abuse, or client-to-client abuse. The majority
of those complaints were referred to county adult foster care or

the DHS CSMD unir for further action.

* In 1998, 62 cases of maltreatment were substantiated for HCBS
settings, 32 cases were substantiated for ICFs-MR, 7 were
substantiated for day program settings, and none were substanti-
ated 1n SILS settings.

*  The rate of substantiated maltreatment per consumer was 8 per
1,000 for ICF-MR settings and 10 per 1,000 for HCBS sertings
in 1998. The rate of substantiated maltreatment per consumer
per year averaged 15 per 1,000 in ICF-MR settings berween
1993 and 1998; 10 per 1,000 in HCBS adult foster care sertings
between 1996 and 1998; and 4 per 1,000 in HCBS settings not
also licensed as adult foster care settings between 1993 and

1998.

* In 1998, 51% of all substantiated maltreatment cases involved “We were asked [by the countyf to
neglect, 16% involved physical abuse, 4% involved sexual abuse

develop services for two individu-
and 30% involved some other kind of maltrearment,

als in four weeks. This was poor

*  Case managers for 26% of HCBS recipients reported receiving
and reviewing a vulnerable adult report on that person in the last
12 months, and 21% responded to an issue raised in those

planning. We were not able to
sufficiently meet the needs. We did
not have good, full referral

reports. i
| information. Aggressive bebavior
Deaths escalated, the indtvidual was
*  Between 1995-98, four deaths involving people with MR/RC demitted, and the family was
who received HCBS services were judged to have occurred as a angry with the provider.”

result of maltreatment. The total nurber of HCBS recipients

who died berween 1995-1998 was 74,

*  The average number of deaths per 1000 service recipients in
HCBS berween 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 the average
number of deaths in Minnesota per 1,000 people was 8 and in
the U.S. the total number of deaths per 1,000 people was 9
{Murphy, 2000}.

* Inalmost all of the counties it was reported by waiver coordina-
tors that when a report is made to the common entry point, it is
almost immediately referred to the HCBS waiver coordinator
and to the applicable case manager.

*  HCBS waiver coordinators identified problems with the state’s
maltreatment reporting and investigation system and were
generally dissatisfied with it.
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‘A person began living here abour
three years ago. When she firse
moved in she had a lengthy list of
inappropriate bebaviors. She had
had episodes of cutting her wrists,
daily verbal abuse toward others,
property destruction, stealing
etc... She presented us with a lot
of challenges and had never been
able to live in any other commu-
nity setting for more than a year.
Quer the past three years she bas
made remarkable progress. Her
behaviors are almost extinct with
the exception of some verbal abuse
every once in awhile. This is the
maost g‘m:{ﬁing experience fo see
ar individual grow and learn
and is a reminder that people
with DD are capable of improv-

ing their lives.”

DSS Maltreatment Reporting

*  Ninety-nine percent of direct support staff members surveyed
reported they knew how to report incidents of maltreatment.
However, of those who actually reported maltreatment, only
63% said they received any feedback regarding what was done in
response to the report they filed.

Figure 15: Fairness of Maltreatment System:DSS
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3% 2%

Mostly Fair
36%

Definitely Fair
59%

* Twenty-nine percent of DSS reporred they were afraid they
might lose their job if someone filed a complaint against them
whether or not the report was true or substantiated. However,
95% reported they thought the maltreatment investigation
system was fair to definitely fair.

+  Twenty-six percent of all DSS reported they had observed an
incident of abuse or neglect, Of those, 7% (2% of all DSS) said
they were prevented or discouraged from reporting the incident
by their supervisor and 2% by their co-workers. Only 63% of
DSS who filed a report received any information regarding their
repost.

System Evaluations

*  Providers said Minnesota’s quality assurance {(QA} system was
good in several arcas. The highest ratings were for state reviewers
knowing the type of setting, and the quality of county licensing
efforts. Service providers said technical assistance provided by
the state was fair. Providers in greater Minnesota rural counties
were more satisfied with QA efforts than those in other regions.

*  While 84% of case managers reported that they should monitor
service quality only 69% said they actually did. Similarly, while
91% of case managers thought the state QA system should
gather information from and provide information to families,
only $3% said the state QA system actually did so.




*  Case managers rated six components of Minnesota’s QA system
good, and nine components only fair. The highest ratings were
for assuring appropriate and regular health and physician
services, and assuring that there is a system for consumer
complaints and investigations about the quality of services. The
lowest ratings were for recognizing exemplary performance,
providing quality training to case managers, and assuring that
consumers have access to QA information when selecting
agencles to serve them.

*  On average casc 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

Poor
15%

Good
429

Exceilent
10%

Most county waiver coordinators reported that their system for
monitoring quality 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 coordinarors reported that they did not
have an effective QA system within their counties.

Most county waiver coordinators reported that families and
consumers were not 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 county system thar
makes people comfortable sharing information, random visits by
case managers, good communication with service providers at
the county level, building high expectations into contracts, and
community members.
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*  The primary weakness of HCBS QA according HCBS waiver
coordinarors was the large caseloads of case managers that makes
it difficult for them to conduct the amount of monitoring that is
needed.

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

*  Over haif of the HCBS waiver coordinators reported that their
Regional Resource Specialist (RRS) provided good supports 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 majority of
HCBS recipients lived safely and without fear in their homes and in
their neighborhoods. Service providers in rural counties are much more
likely 1o be satisfied with 2 number of dimensions related to quality
assurance and monitoring functions. Most direct supporr staff members
reported that they knew how 1o report suspected maltreazment. Several
HCBS coordinators reported their counties were conducting quality
assurance and enhancement interventions. For example, one county had
developed quality assurance teams that specifically included and paid
family members and consumers in their quality 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 rcommate and 12% of families reporting that recipients were
afraid someone would hurt them in their out-of-home residential
placement. In other words an estimated 979 of HCBS service recipients
ase living in places where they are afraid of a roommate. Given the
estimate that 37.9% of all HCBS recipients have moderate to very
severe problems with temper outbursts, 31% engage in verbal or
gestural aggression, and 28% engage in physical aggression, this is a
widespread challenge (please note, this is a duplicate count estimate).
Choice about where and with whom you live is a fundamental aspect of
self-determination. Recognizing and responding to the fact thar self-
determined people rarely choose to live in places where they are afraid
of the people with whom they live is an obvious aspect of promoting
self-determination. A basic expectation of service providers, counties
and the state should be that prevention 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 to live with
people they fear.

The overwhelming majority of the crimes reported by providers for
which HCBS recipients were victims were simple assault and larceny.




The seriousness of consumer-to-consumer violence and reported and
substantiated incidents of maltreatment by staff demand better 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 system
for vulnerable adults does adequately identify or respond to such issues.
Case managers and county waiver coordinators expressed significant
concerns about Minnesota’s quality assurance system. Some of their
concerns may be related to a lack of common understanding berween
counties and the state about the role each plays in maltreatment
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 county licensing staff, county MR/DD case
managers, state maltreatment unit investigators, common entry point
personnel, State Office of the Ombudsman). Establishing more effective
communication between people in these various roles may help in both
cleating up misunderstandings, and in finding ways to make the quality
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
mattreatment by the DHS [nvestigations Unit (based on the definitions
in the Vulnerable Adult Act or Maltreatment 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 warrant follow-
up, licensing action, training interventions or other action by the stare,
the county and/or the service provider. Future efforts to examine
Minnesota's quality assurance system should specifically review the
mechanisms at the state and county level that ensure thart incidents
sertous enough to be referred for further action are addressed, resolved
and systemically tracked to identify important trends and issues.
Although almost all of direct support staff members repore that they
know how to file a vulnerable adult report, 27% of DSS stated they did
not receive any feedback from their agency, the county common entry
point or the state regarding what happened in response to 2 vulnerable
adult report that they filed. All reporters of vulnerable adult maltreat-
ment issues should receive accurate and timely feedback as to what
happened with the report and what the outcomes of the situatjon are,
even if the report was screened out. Currently, the legal requirements
regarding feedback require DSS to specifically ask for feedback from the
county and state regarding what happens with a specific maltreatment
report. This legal requirement needs to change to ensure thar feedback
and follow up to reporters occurs irrespective of if they ask for it. Of
additional concern, 29% of DSS said they were afraid thevd lose their
job if a maltreatment report was filed against them even if it wasn’t
substantiated. Lastly, though small in percentages, clearly 2 number of
DSS reported that they had witnessed abuse or neglect and had been
prevented by a co-worker or supervisor from reporring the incident,
These are violations of the basic foundation of a successful maltreat-
ment reporting system and need further investigation and intervention.
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“The budget situation is the worst
thing. There is never enough
money to train divect support
staff. The rent people have ro pay
here is just short of exploitation,
and we have to pay for all repairs.
The clients suffer because they
bave to cut the food budget,

activities, training, safety etc...”
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Although 83% of case managers said they should meniror consumer
and family satisfaction of services, only 68% reported that they actually
did so. This difference in expectation and reality seems related 1o
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 quality menitoring
activities within the HCBS program and what were actually compo-
nents of that system. Only 52.7% of case managers reported that their
county utilized a consumer advisory council and only 52.8% reporred
that quality monitoring activities gathered and provided information to
families about the quality of HCBS services and service providers. Case
managers reported that the overall quality assurance system (across 16
dimensions) only does a “fair” job ar assuring the outcomes for which
the stare is responsible in administering its HCBS program.

HCBS Utilization and Costs

This section describes and analyzes HCBS costs and compares these
costs to JICF/MR services and to averages in other states.

Key Findings
* InFY 1998, expenditures for HCBS recipients averaged

$52,961.06, and expenditures for I[CF-MR recipients averaged
$67,672.85.

*  For the typical HCBS recipient, residential habilitation {SLS
services) made up 69% of all health and social service expendi-
tures in 1998.

* InFY 1999, Minnesota had average daily recipient expenditures
for the combined ICF-MR and HCBS programs of $52,501 as

compared with a national average of $47,985.

*  Minnesota spent $113.88 per state resident on ICF-MR and
HCBS services combined, compared to a national average of

$65.53.

*  Minnesotw’s relatively higher expenditures are associated wich its
overall high levels access to 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 74% of HCBS recipients

in Minnesota compared with 41% of HCBS recipients nation-
ally).

*  Counties authorize expenditures 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 between children and adults are
attributable to spending for SLS which predominately serves
adults that is 98.3% of authorized levels as compared to much
proportions of authorizations actually spent for services that




predominately service children and families (e.g., statewide
70.6% of authorized expenditures for respite care were used).
Facrors contributing to these differences are explored in the
technical report.

Average HCBS Costs in FY 1998

In FY 1998, Metro counties were altowed 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 $125.61. Rural counties of
greater Minnesota were ailowed an average of $132.47 and spent
an average of $115.62.

In 1998, Metro counties served 3,078 HCBS recipients (45.2%
of the total), urban counties of greater Minnesota served 1,322
recipients {19.4%) and rural counties served 2,409 recipients

{35.4%).

Table 2: Average Annual HCBS Costs

Counry Type $
Metro 51,494
GM urban 44,495
GM rural 40,186
Level of MR

mild 40,394
moderate 40,999
severe 49,941
profound 64,006
Service type

SLS 51,500
in-home 19,882

other {e.g., foster family, own 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 duty nursing (316, 734),
day training and habilitation ($12,241}, 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 Minnesora,
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I was able to take a consumer to
ber Aunt’s church for Sunday
morning service. She was very
excited about being able to go and
enjoyed all of the new sounds she
heard [she s blind]. She is also
African American and 1 felt it
was really positive for ber to be
able to go to a church with her
family and one that was cultur-
ally relevant 1o ber. The staff hope
to continue to support her
attendance at this church when-
ever possible — hopefully twice a

month.”
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Figure 17: HCBS Costs Per Recipient
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Average costs were Jowest for children 0-10 years {$20,139), and
highest for adults 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 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 settings 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.

Minnesota’s Waiver Allocation Structure (WAS) provides
counties with different amounts of money to be placed into an
atlowed 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 1 WAS group (averag-
ing $62,189 per year), and fowest for persons in the Level 4
WAS group (averaging $31,068).

Average HCBS costs for children were predicted by level of
support needed, use of an augmentative communication device,
running away. using a2 wheelchair, needing frequent medical
attention, needing mental health services, the WAS allocation
level, and whether the child lived in a corporate foster care
setting. Of those variables the most variability was accounted for
by living in a corporate foster care setting (27.6%), and level of
support needed (12.8%).




For adults variations in HCBS costs were predicted by level of
support needed, communication skills, afl 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 settings. As with children, the most vari-
ability was accounted for by living in a corporate foster care
setting (12.9%), and level of support needed (13.2%).

Most counties expressed a need and desite to increase the
number of people served in the HCBS program in their coun-
ties,

Most counties report using a master contract to identify agency
responsibilities in providing HCBS services. The exact service
and cost for each individual is identified through arrachments
and amendments.

All of the counties used the state developed tracking system that
incorporates MMIS data and produces monthly reports on
authorized costs, average spending per recipient, and spending
for the county as a whole.

Only one county respondent reported that the state tracking
system was effective. Several recurring complaints were men-
tioned about the tracking system relating to the timeliness and
accuracy of information, and technical assistance available.

Impact of the Waiver Allocation Structure

In 1995, a new methodology (the Waiver Allocation Structure)
to establish the amount of money added 1o county funding
pools for new HCBS recipients was implemented. After this new
methodology was implemented, 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 (56.9% of) the resources allocated to counties for those
same children through the allocation process.

Actual expenditures for adults (18 and older receiving HCBS)
are slightly higher (about $200) than allocations to counties
when those adults entered the HCBS program.

Although HCBS recipients enrolled before and after introduc-
tion of the WAS have similar current expenditures, the alloca-
tions to counties on their behalf in 1998 were very different (e.g.

pre-WAS, $36,750 for children; post-WAS, $57,842).
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“Our county was able to bring [a
person with] very significant
medical needs and challenging
behavior out of the regional
center. He was a very sick man
wha was dying. A comperent
provider stepped up ro the plate
and said they would work with
bim. They bave an excellent nurse
wha can support his Tardive
Dyskinesia, diabetes, catheter,
limited water intake, chronic
constipation, and verbal and
physical aggvession. He lives in the
country, in a rwo-person SLS. He
has a deck he sits on with a dog,
has a whirlpool tub to use and can
ride his bike. He is very happy
and staff members love him and

enjoy bim.”
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What's Working?

As the HCBS program in Minnesota has continued to expand, and as it
has exceeded the size of the ICF-MR program, it continues to provide
suppeorts to individuals at a cost lower than that of the ICF-MR pro-
gram ($52,961 versus $G67,763 per year per person in 1998). The
implementation of the Waiver Allocation Structure (WAS) 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 substantial and costly support needs.
The WAS 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 15.5% for persons entering
the HCBS program prior to July 1995 to 18.3% for persons entering
the program a&er 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 with $24,420 for all other HCBS funded ser-
vices. While Minnesota provides HCBS at about 78% of the cost of
ICF-MR service, in considering the differences two facrors shouid be
recognized. Fisst, only 2.2% of ICF-MR residents are children and
11.8% of HCBS recipients are children. The average annual costs of
HCBS in 1998 for children was about 55% of that for adults, so that
the higher proportion of children receiving HCBS contributed substan-
tially to the difference between HCBS and ICFE-MR expendizures.
Children’s expenditures tend to be lower because their 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 14% of HCBS recipients live with immediate 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 (59% and 36%, respec-
tively). The average cost in 1998 of HCBS {excluding health services)
for persons with mild and moderate mental retardation was only 72%
of that for persons with severe and profound mental retardation
(840,660 and $56,234, respectively).

The 1996 Report to the Legislature from the Department of Human
Services noted thart there is general cost-effectiveness of the HCBS-
financed “model” over the other [ICF-MR alcernative, but it also raised
concern about over-refiance on small HCBS-financed group homes as
primary approach ro service delivery. The 1996 report recommended
thar Minnesota invest in training, technical assistance, increased
flexibifity and other forms of support to assist individuals, families and
local governments to develop more personalized approaches to services.
Still, there continues to be a heavy reliance on small group homes and




day training and habilitation centers to support individuals with MR/
RC in Minnesota.

In a time of great general difficulty in recruiting personnel, it appears
that family-based services are receiving lower priority in staffing than
SLS congregate care services where requirements and concern for safety
requires that providers maintain a sufficient level of staffing and
therefore billing, These differences in access to the services people are
authorized to receive are affecting both children and adults living in
their family home. For example, on average, respite care expenditures in
1998 were 70% of the authorized amounts; in-home family supports
expenditures in 1998 were 82% of authorizations. Interviews with
county waiver coordinators and service providers suggest that these
problems are at least as serious in 2000 as they were in 1998 and in
SOME areas in mote so.

[rrespective of concerns abous the fairness of such differences and the
adequacy of the general commitment to famities, the cost implications
of failing to support people in their homes at relatively low cost at the
risk of hastening our-of-home placement occurrences are impressive.
Children living with their parents ot extended family members had
average HCBS expendirures that were 42% of the average HCBS
expenditures for children living away from their family home ($18,262
and $43,064, respectively). Insufficient family support of children
brings a substantial financial as well as psychological and social cost
when it leads to out-of-home placement.

[t is important to consider the effect of the current children who
recerve HCBS funding growing up. Although Minnesora has a relatively
small proportion of children receiving HCBS (129} as these children
turn to adults, based on current expenditure patterns, the cost for their
services will almost double. Considerable new financial commitments
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 current
cost allocation and expenditures pracrices. First, children make up 2
very small portion of Minnesota’s HCBS population {about 10.6%),
but the difference between their “allowed” funding {i.c. the amount
added to the county-managed funding pool on their behalf) and the
amounts actually spent on services for them keep the state system out of
deficit. With almost half (45%) of the HCBS recipients who are 20
years or younger being berween 16 years and 20 years old, the 83%
higher costs on average for services to adults than children presents a
fairly immediate threat to the current modest 4.1% difference berween
allowed and paid costs.

Counties have been providing services to adults and children who
entered the HCBS program after 1995 at substandially less than their
allowable costs. Even in the Twin Cities metro counties which in 1998
spent overall 4.8% more for their adult HCBS recipients than was
provided by the state’s allowed expenditures for those same adults, the
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post-WAS allowances for adults were 5.3% more than expenditures,
Given the stability in expenditures for pre and post-WAS enrollees, the
higher allowed costs derived from the WAS {on average $55,838 as
compared with $44,497 for pre-WAS enrollees), has been extremely
helpful 1o counties in managing the HCBS programs within budget.
This assistance through the WAS 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 counties
have 1o increase their pools of resources more rapidly than expenditures
and make spending commitments to individuals whose services cost
more than the amount allowed through the WAS.




Conclusion

While there certainly remain to be challenges and concerns regarding
HCBS for Mianesotan with MR/RC the vast majority of interviewees,
other key informants, data sets and other documents that informed this
evaluation suggest 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 reconnected 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. Minnesota’s
HCBS program has been rapidly growing more than doubling in toral
rectpients in just 6 years berween 1993 2nd 1999. It now faces chal-
lenges in building an effective infrastructure under a program that has
grown from the “alternarive” to JCF-MR to Minnesota’s primary
program for people with MR/RC. Through focused and collaborative
strategic change, the challenges facing HCBS in Minnesota can be
addressed. [ndividuals who receive HCBS will benefit from the change
by gaining greater choice, increased respect, greater self-determination,
improved access, dependable and effective direct support, quality
assurance that improves quality and other initiatives that will achieve
the highest quality of community supports 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
Minnesota’s Medicaid Home and Community-Based Services (HCBS})
“waiver” program. This Executive Summary presents key findings,
positive accomplishments, remaining challenges and recommendations
from the full report. The full report may be obtzined 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 Community Services for Minnesotans with Disabilities (DHS/
CSMD) contracted with the University of Minnesota to conduct an
independent evaluation of its Medicaid Home and Community Based
Services (HCBS) “waiver” program for persons with mental retardation
and related conditions (MR/RC). This program is by far Minnesotas
fargest for persons with MR/RC. State officials commissioned this
evaluation to gather information on the status of current program
implementation, identify challenges in meeting program goals, and
assist 1n strategic planning for the future. Information used in this study
came from a number of soutces, including: existing state data sets with
information on characteristics of HCBS recipients, expenditures, and
reports of maltreatment; interviews wich adult recipients of HCBS;
written surveys of families, case managers, direct support staff, residen-
tial providers, and vocational providers; telephone interviews with
county HCBS coordinators in counties; focus group meetings with
representatives of key stakeholder groups; and reviews of relevant
documents.

What are HCBS?

The Medicaid HCBS was approved by Congress in 1981 1o assist
people with MR/RC in their homes and communities, when without
such assistance they would need the level of care provided in an institu-
tional placement such as 2 community Intermediate Care Facility for
the Mentally Retarded {(ICF-MR}, or a Regional Treatment Center

(institution). Minnesota has been authorized to provide HCBS w

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

B State nstitutions (RTCs)
M Other ICF/VIR
O HCBS Waiver
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people with MR/RC since 1984 through a wide range of options. These
include residential supports in one’s own home or in 2 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 1ts introduction in 1984, the HCBS program has been the
primary means of support for Minnesota’s dramatic shift from institu-
tional to home and community services (See Figure 1). During this
peried, Minnesota reduced its state institution population from over
2,400 people to fewer than 50. HCBS supported reductions of residents
in other ICFs-MR for persens with MR/RC from nearly 5,000 to less
than 3,000, including a reduction of more than 50% in the number of
people living in non-state ICFs-MR with 16 or more residents. This
reducrion in state institutions and large ICF-MR residents is among the
most notable in the United States.

Who Receives HCBS?

Approximately 8,000 Minnesotans benefit from HCBS. They represent
the full range of ages, levels of mental retardation, and racefethnicity {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 HCRBS.

Table 1: Characteristics of HCBS Program
Participants in 1999

Characteristic

% N
Age
Children (0-17 yrs.) 11.8% 830
Adults (18+ years) 88.2% 6,192
Level of MR
None {related condition) 1.8% 128
Mild 33.7% 2,330
Moderate 27.2% 1,886
Severe 20.4% 1,409
Profound 16.5% 1,143
Unspecified 0.4% 26
Race/Ethniciry
White, Non-Hispanic 94.8% 6,649
Black, Non-Hispanic 2.5% 174
Native American 1.4% 11
Asian/Pacific Islander 0.7% 51
Hispanic 0.6% 39




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 $60,600, and for Regional Treatment 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 cost 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 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 quality of their lives, 3} people reconnecting with
family and friends, 4) children remaining with their family despice
disabilities that would have once led ro out-of-home placements, 5)
people having many more choices in their lives, and 6) people partici-
pating as full citizens and contributors to their communities. Over-
whelmingly, participants 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 alt of the recommendations made by
the research team and stakeholder advisory group after receiving the
overall findings of this evaluation. These recommendations appeared to
center around several broad themes including: quality of services; cholce
and respect; individualized supports; direct support staff crisis; protec-
tion from maltreatment; access to HCBS and affordable housing,.

Please review the large technical report for this 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 system is recommended
in which families and consumers are active participants in the
development, implementation and on going review of a rede-
signed quality assurance program that integrates health and
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safety monitoring, quality of life assessment, and quality im-
provement assistance.

The state should institure a program to share public information
regarding service quality, outcomes and issues (e.g., licensing
citations, substantiated maltreatment reports, employment
outcomes, choice making, respect and satisfaction data) so that
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 qualisy
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 quality of interactions

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
support.

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 must be
expanded (e.g., consumer directed support options, consumer-
controlled housing).

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

Choice of case managers should be treated with the same respect

for individuals choice as other HCBS.

Individualized Supports

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

Consumer-directed community supports {CDCS) should be
available to all HCBS recipients. The state should provide
technical assistance and training to counties 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 substantially improved access to high quality in-
home respite and personal care supports. If the present system
cannot provide families with those services it recognizes as
needed, families should be empowered and supported ro use
their authorized resources to meet their own needs.

A mechanism is needed to adequarely support people whaose
needs change over time due to their age and/or disability. This
mechanism should not solely rely on counties to provide in-
creased support o people with changing needs by giving people
with lower support needs access to HCBS “slots” or by “forcing”
people to move to a new provider in order to get an increase in
services. A method should be developed to periodically re-
determine a person’s needs and adjust the amount allowable
resources to the counties based on this re-determination.

The state should develop a system for accurately identifying and
tracking the amount, type and costs of service needed by and
promised to individuals and their families versus the actual
amount and costs of the services received. The state 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, the state should make
it a priority to create a coordinated workforce development
system with resaurces to significantly increase DSS and frontline
supervisor wages, reduce turnover, 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, State Ombuds-
man Office, county MR/RC services, common entry poins,
county foster care licensing units, provider agencies, case manag-
ers, direct support staff, and the individuals and families who
Tecelve sUpports).

The maltrearment reporting system should be designed to
systemaitically respond to concerns voiced by stakeholders
regarding maltreatment 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 they are investigated
further by the investigations unit should be developed.

Executive Summary * 5
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Consumer-to-consumer violence must be reduced. Most people
do not choose to live with people who hurr them. All people

should be given the freedom to choose with whom they live, but
the right must begin with victims of current heusehold 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 with MR/RC from ethnic, racial and cultural minority
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 minority 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 minority
grOupS.

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

receiving 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 o 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 thar would increase the
consistency and fairness throughout the state in decisions about
who and how people get access to HCBS are made.
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*  Substanual efforts are needed to increase the availability of |
supported employment opportunities {e.g., community group ‘
work, individual community 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 this area. ‘

I

*  Conrinued efforts are needed to increase the availability and
access to dental services, specialized medical and specialized
therapies {e.g., speech therapy, occupational therapy, counseling,
behavioral therapy) for all HCBS recipients, especially those
with significant challenging behavior.

feedback regarding authorized and paid expenditures should be
improved so that more accurate and timely information is
provided in a manner useful to counties. The state should
increase the amount of DHS staff support and technical assis-
tance provided to counties and should improve the system to
coordinate and provide this support. The stare should also
explore the possibility of making this a Web based system. |

|
*  The tracking system developed by the state to provide counties |
|
|

Affordable Housing

*  Consistency and fairness should be increased in the county
processes and priorities for decisions about HCBS access.

* Minnesota needs to increase access to affordable housing options !
for HCBS recipients who desire to own ot rent their own homes !
through expanded access to housing subsidies such as Section 8 ‘
and GRH-like assistance for non-licensed homes,
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Counties included in this
study:

Metropolitan Twin Cities Area:
Hennepin, Ramsey, Washington,
Anoka

Greater Minnesota Urban: Blue
Earth, Clay, Crow Wing,
Oimsted, Sherburne, Stearns, St.
Louis

Greater Minnesota Rural
Becker, Carlton, Faribault,
LeSueur, Mabnomen, Martin,
Meeker, Norman, Redwood,
Steele, Stevens, Wabasha,
Wantonmwan.

Project Methods

Several different research methodologies were used to maximize the
validity and reliabilicy of the findings in this evaluation. These methods
included: 1) analyses of data from existing state dara sets including
information on HCBS recipients, expenditures and maltreatment
reports; 2} direct interviews with 372 individual recipients of HCBS; 3)
wittten surveys of 184 residential and 82 vocational provider agencies,
183 families, 468 case managers and 288 direct support staff; 4) tele-
phone interviews with 21 county MR/RC HCBS coordinators; 5}
meetings with representatives of stakeholder groups (e.g., Minnesota
Habilitation Coalition [MHC], Association of Residential Resources of
Minnesota JARRM], Minnesota Developmental Achievement Centers
Association [MNDACA], the Minnesota Disability Law Center
[MDLC], Legal Aid, DHS-CSMD, Arc-Minnesota); and 6} document
review. These methodologies along with the research questions, descrip-
tion of the sample, access to the sample members, instrumentation, data
analyses, and the limitations of the study are reviewed in this section.

A Stakeholder Advisory Commuittee (SAC) was created to assure that
the MR/RC HCBS evaluation attended to the informarion needs,
perspectives and concerns of the program’s various constituents. The
SAC consisted of 38 individuals representing a variety of organizations,
agencies and stakeholder groups including: DHS — CSMD; the Minne-
sota Governor's Council on Developmental Disabilities (GCDD); the
MDLC, Arc-Minnesota, county 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; 1) identifying questions to be asked of the various people
surveyed; 2) reviewing, editing and providing feedback on alf instru-
ments; 3} communicating to the 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 these results.

This study used a representative sample of 474 current HCBS waiver
recipients to answer many of the research questions. Other research
questions were based on data provided for all HCBS recipients in
Minnesota. To select participants, Minnesota’s 87 counties were stratified
into three categories: Tawin Citles Metropolitan Area (7 counties),
counties in greater Minnesota urban centers with populations of 50,000
or more residents (11 counties) and counties in greater Minnesota rural
areas with populations of less than 50,000 residents (69 counties). From
these groups, 24 representative counties were selected and invited to
participate in the study.

The sample frame included all eligible HCBS recipients in the
selected counties that werc identified in the screening document data file
provided by DHS-CSMD. Eligible HCBS recipients met following
criteria: 1) their county of financial responsibility was one of the 24
counties in the sample, 2) their county 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 665 people was randomly selected. To that
random sample, a controlled over-sample of 35 people was selected
from among racial or ethnic minority group members receiving HCBS.
The additional selections from ethnic and racial minority groups were
controlled 1o reflect the proportion of minority group members receiv-
ing HCBS recipients in each of the three county types. The first 101
people selected who were not eligible for the study or who declined 1o
participate were replaced resulting in a total of 801 individuals who
were invited to participate.

Access to information about the services received by a sampled
individual depended on thar individual or histher legal guardian
providing informed consent to participate. Obraining consent required
the involvement of each sample members’ county case manager. Case
managers were asked to verify the eligibility of sampled individuals,
explain the study and its demands to them, and request consent to
participate from HCBS recipients, family members or other legal
representatives as appropriate. For individuals under guardianship of the
Commisstoner of the Department of Human Services, county case
managers exercised the power of consent. When individuals or their
legal guardians declined to participate, a replacement was randomly
selected from the same county type and sampling group (general or the
minority over-sample). Until individuals provided consent to partici-
pate, they remained anonymous to the interviewers.

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

Sereening Document Files. The Minnesota screening document darta
set provided a wide range of demographic, diagnostic, functional,
behavioral, health and service need information on all 6,548 individuals
with MR/RC receiving HCBS (including the 474 people in the
sample). The available files contained the most recent screening as of
April 1999.

Administrative Reports. Information from the Health Care Financing
Administration (HCFA) Form 372 and Form 64 cost reports were used
to compare expenditures of HCBS and Intermediate Care Facility for
the Mentally Retarded (ICF-MR}) recipients, including expenditures for
refated Medicaid state plan services. Information from the Ocrober,
1999 Report to the Legislature, “Home and Community Based Services
for Persons with Mental Retardation and Related Conditions” provided
background on the 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 expenditures, authorized expendi-
tures and actual service payments between FY 1995 and FY 1999,

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

i
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Research Questions

» What are the demographic

characteristics of HCBS
recipients and how do their
characteristics d{ﬁ@’r from those
of ICF-MR recipients?

What are the utilization and
costs of specific HCBS and
other Medicaid services? How
do they differ across recipient
groups? How do they differ
across time?

1o what extent are basic
bealth, menitoring and service

needs of HCBS recipients met?

Do recipients bave adequate
opportunities and quality of
fife?

1o what extent are providers of
HCBS services providing bigh
quality supporis and services?

How do the total costs of
various services for HCBS
recipients vary? How do costs
Jor various categories of service

Jor HCBS vecipients vary?

What 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
over- sample of peaple from

racial and ethnic minority
groups,

Use of multiple research
methods,

Multiple stakeholder group

perspectives,
Representative sample, and

Use of reliable instruments.

recipient; and 4} a range of analysis related variables including county,
conversion/diversion status, resource allocation grouping {1-4 or base
for persons entering prior to FY 1996), provider code and service
procedure codes.

Maltreatment Data. The Department of Human Services Licensing
Division Investigations Unit provided 1995 — 1998 data logs which
included information abour 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 dara was used to
summarize the types 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 investigation
and their fina} dispositions. This information also included the number
of direct support staff members who applied to work in licensed
programs who were disqualifted based on background studies.

Quantitative data provided in extant data sets and obrained through
interviewing were analyzed using SPSS statistical software package. The
types 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 software packages, coded and then analyzed
by two separate researchers to identify themes and patterns, The
responses of county MR/RC Waiver Coordinators were also analyzed
separately by two researchers and independent summaries of cutcomes
were reviewed for common themes in an effort to ensure reliability of
findings.

Strengths and Limitations

Several strengths 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 characreristics of
recipients and the costs and utilization of HCBS services
included 100% of the people with MR/RC receiving HCBS

services in Minnesota.

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

3. The random selection of sample members from stratified
groups of service recipients and from different county types
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 validity of findings by identifying issues concerns and
trends with multiple methods and sources of information.




5. Perspectives of varied and knowledgeable informants (HCBS
recipients, family members, case managers, residential
providers, vocational providers, direct support staff members,
county HCBS Waiver Coordinators, various stakeholder

groups) provided comprehensive attention to important aspects
of the HCBS program.

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

7. Key instruments in the evaluation have been extensively tested
for refiability and validity as part of the multi-state Core
Indicators Project.

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

1. The response rates for certain surveys was not as high as was
desired. Factors affecting response rates included: project
timelines that limited opportunities to conduct an adequare
program of follow-up of late and non-respondents for cerrain
surveys; limited resources for providing incentives 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 county case managers, case managers who refused
or made half-hearted attempts to recruit participants and o
gain their consent {or that of their guardians and family
members) affected the rate of participation and possibiliry the
representativeness of those who did participate.

3. Most but not all of the questions included in the various
surveys were pilot tested prior to their use in the evaluation.
Although efforts were made to develop questions that were
valid and reliable, no formal testing of the psychometric
properties was conducted for certain questions. Questions
which were determined to be “problematic,” whether field-
tested or not, were excluded in the analyses.

Results and Discussion

This section presents an overview of the key findings of the evaluation
across 2 number of important topical areas including: HCBS use and
expansion, access, quality, supports and services, health, case manage-
ment, providers, quality assurance, utilization and costs. Additional
information on what is working and what challenges still exist within
each of these areas is discussed.
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Study Limitations:

* Low response rates from some
respondent groups,

* Access to study participants via
case managers, and

o Limited piloting of instru-
ments.
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“Conversion and downsizing of
an ICF-MR with 15 people
allowed individuals to receive
HCES services. Everyone who
moved to homes for 3-4 peaple is
visibly happier, mare indepen-
dent, and experienced reduced
behavior problems, They interact
more normally. They have pride
in “their homes.” [ have beard
them now refer to going to their
parents as going to their “parents
home” [instead of saying [ am
going home (to my house) when

visiting parenis].”

Real life examples are used throughout each key findings section to
illustrare what is working well and what challenges still exist regarding
that specific topical area. These were obtained through open ended
survey questions asked of case managers, family members, direct support
staff and individual service recipients. These examples were obrained
with an assurance of anonymity to the respondents. Once the data were
received, the names of the respondents were eliminated in order to
protect confidentiality of the respondents.

HCBS Use and Expansion

This section of the evaluation reviewed information to determine the
use and growth of HCBS in Minnesota. It also made comparisons

berween ICF/MR and HCBS use in Minnesota and the United States as

a whole.

Key Findings
¢ In 1999, naticnally, 41.2% of HCBS recipients lived in homes
that were owned, rented or managed by an agency that provided
restdential supports compared with 73.6% of HCBS recipients in
Minnesota.

* In 1999, more than twice as many Minnesotans received HCBS
funded supports as lived in ICF-MR facilities (7,102 vs. 3,101).

* In 1999, 91% of all Minnesotans are members of white non-
Hispanic racial or ethnic groups as compared with 96.6% of

ICE-MR residents and 94.8% of HCBS recipients.

*  Berween 1992 and 1999 the proportion of Minnesotans from
non-white, non-Hispanic racial or ethnic groups grew faster than
the proportion of I[CF-MR residents and HCBS recipients in
those groups.

*  Berween 1992 and 1999, Minnesota reduced the number of
people in state operated large [CF-MR settings from 1,033 to 72.

o Ofthe 3,101 ICF-MR residents in 1999, 34% lived with 16 or

more other people.

*  Ofthe 3,101 ICE-MR residents and the 7,102 HCBS recipients
in 1999, 79.2% of persons with mild intellectual disabilities
received HCBS as compared with 50.6% of persons with pro-
found intellectual disabilities.

*  While more people with various health-related and other support
needs now receive HCBS funded supports than live in ICE-MR
settings, ICF-MR residents have proportionately greater health-
related and other support needs.

* The HCBS program in Minnesota now supports more people
with serious or very serious challenging behavior and 2 higher
proportion of such individuals than the ICF-MR program.




»  Child HCBS recipients were most likely to 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 proportion-
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 to address challenging
behavior, and speech or communication training.

What's Working?

Conrinued expansion of HCBS has supported the downsizing and
closure of many ICFs-MR and state insticutions since HCBS began in
1984, burt especially between 1992 and 1999. [n 1995, Minnesota
passed the milestone of HCBS recipients {4,897) exceeding the total
number of ICF-MR recipients (4,445). By June 1997, HCBS recipients
made up 63% of the combined toral ICF-MR residents (3,604) and
HCBS recipients {6,097). By June 1999, HCBS recipients had in-
creased to 70% of the 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 smalt (4-15 people} ICFs-MR from
2,584 to 2,045 (21% decline). Today, the HCBS program serves more
people with severe challenging behavior, more children, more adults,
more people with the most severe intellectual impairments (profound
mental retardation), more people with significant support needs, more
people with significant medical needs, and a higher proportion of
people from racially diverse groups than the ICF-MR program.

Challenges and Concerns

Despite its notable successes Minnesota exhibits unusually high reliance
on congregate care as its method of community service delivery when
compared with the U.S. as a whole. In June 1998, based on reports
from 42 states, nationwide an estimated 41.2% of HCBS recipients
lived in residential settings that were owned, rented or managed by the
agency thar provided residential supports to HCBS recipients. In MN
this average is 73.6%. Likewise nationwide estimates of HCBS recipi-
ents who live with family members is 33.6% compared to 15.4% in
Minnesota. Additionally, nationally an estimared 15% of HCBS
recipients rent or own their own home/apartment as compared to only
4.9% in Minnesota.

Cleatly the cutrent pace and productivity of outreach, identification
and enrollment of peaple from ethnic and racial minority groups, will
not close the gap between majority and minority populations having
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“Jim was in two I[CF-MR
[facilities from the time be was 18
to 37, Few community-based
options were available for our
Jamily because we live 2.5 hours
[from any urban area. For 15
years my parents saw him on
holidays or when they were able to
manage the 3-bour trip. HCBS
services have allowed us to bhave
him 5 minutes away and the past
three years bas been a dream come

trie.”
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T was thrilled to receive a Waiver
ﬁar my child. But, I can’t find any
staff. Just this week three PCAs

quit.”

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

In Minnesora, the HCBS program serves more people at each level of
intellectual disability 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 mainraining the total
cost of services under a county’s allowable total expenditures. An effort
was made to address this concern in 1995 with the implemenrtation of
the Waiver Allocation Structure which added more resources to a
county’s allowable expenditures for persons with more extensive support
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 still proportionally
less likely 1o receive HCBS funded supports (rather than ICE-MR

services) than are persons with mild or moderate intellectual disabilities.

Access to Services

This part of the evaluation gathered and reviewed informartion 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 state’s waiting

list for HCBS were explored.

Key Findings
*  There was a waiting list of 4,321 individuals with MR/RC for
HCBS in October 1999. Many of these persons (1,687} were
children living with their families, needing in-home and respite
care. Of those waiting, 1,151 were adults living alone or with
their families who were not currently receiving long-term care
services.

*  County practices varied 2 great deal with respect to the criteria
for who gets HCBS.

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

*  While 81% of case managers reported that their county has a
written policy for prioritizing persons on the waiting list, only
37% said that copies of the policy were available to parents or
other members of the general public.




Although HCBS supports are intended to meet 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 cutrently supported in an SLS setting.

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

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

Over one-quarter {25.9%) of families receiving HCBS reported
that they first heard about HCBS from someone other than
county.

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 il those
waiting,

Among the 468 sample members, almost 30% 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 (26.1%).

Figure 2: Source of Initial Information
About HCBS for Families

Family/ Orther
Friend S 10%

1% I
School ]
5%
Advocate I
10%
County/
Counry
CM
74%

Families receiving HCBS supports reported significant difficulty
accessing respite services, crisis respite supports, and in-home
family supports {cither they did not meet their needs or they
were not available).

When asked abour access to services for HCBS recipients in
general, case managers reported that the most difficult services to
access were crisis/respite, information on cutting edge innova-
tions, assistance on how to manage own services, regular respite
care, and transportation.
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Most common barriers to
HCBS Access

v Too few direct support staff.
*» Challenging bebavior of peaple

wha seek services, and

» Lack of consumer interest.

"




16 * Executive Summary

A family has five children, four
of whom have been diagnosed
with Fragile X. All children are
10 and under. Three of the
children now receive in-home
HCBS services. It bas kept the
family together. Five young
children would be stressful for any
family, but when they are special

needs it is even more stressful”

*  Case managers for more than 23% of individual study parrici-
pants reported having difficulty 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 reportedly most difficult to access in greater
Minnesota urban counties, and generic community services were
most difficult 1o access in greater Minnesota rural counties.

*  DParents reported relatively greater difficulry getring information
about adaptive equipment or environmental modifications, in-
home supports, out-of-home residential supports and crisis
respite services than for other types 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 waiting
list. Establishing a baseline of who is waiting for supports and goals to
reduce this list are necessary prerequisites to achieving the desired
outcomes of providing supports 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 supports,
Medicaid state plan services for which they are eligible). Although
available supports may not meet all of their needs, Minnesota has made
an exemplary commitment to assuring that all eligible individuals and
families have basic support even as they wait for the more comprehen-
stve 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 recent years,
there are still 4,321 Minnesotan's waiting for HCBS services. Second,
while the state’s waiting list report provides good information about
people waiting for HCBS services, it does not contain all of the infor-
mation needed to fully describe the extent of unmet needs of people
with MR/RC in Minnesota.

For example, virtually all people waiting for HCBS are receiving
some support services from minimum entitlements o case manage-
ment, personal care andfor school services, but the extent to which
those are meeting individual needs or would need to be augmented 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 supports did not meer their needs or wete not available
when they were needed. One reason for this difficulty is likely the
shortage and turnover of direct support staff. Minnesota is therefore
challenged to increase access to services both for people who currendy
receive HCBS supports and for those on waiting lists.




Case managers identified crisis respite, information on options and
innovations, for creative use of HCBS assistance on how to manage
one’s own services {e.g., consumer directed consumer supports), and
regular respite to be the services most difficult access in their counties.
Their insights on the status of the service system suggest a need to
enhance outreach, technical assistance and training to counties to
increase the availability and effective use of HCBS supports.

Satisfaction and Quality of Services

The evaluation gathered information from HCBS recipients, families
and case managers about quality 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 (82%) and work
(89%). They had friends (76%) and could see them when they
wanted to (74%).

*  Most people who receive HCBS { 85%) reported aimost always
having a way to get to places they wanted to go.

* HCBS recipients with community jobs did not feel they worked
enough hours and 22.5% were not satisfied with their earnings.

*  Families were most satisfied with transportation, out-of-home
residential services and case management. They were least
satisfied with environmental adaptations and adaptive equip-
ment, educational services, in-home supports, and respite
services.

*  While families were mostly satisfied with complaint resolution
practices, providers of respite services, crisis behavioral services,
in-home supports and educational services were rated lower than
other types of services in satisfactorily resolving complains.

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

* Twenry-five percent of families reported that residential out-of-
home providers rarely assisted ctheir family members to find
friends, family members or neighbors 10 add to their support
networks.

Providers reported that the most common barriers to accessing
community supports were too few staff members (43%),
behavioral needs (43%), and lack of consumer interest (40%).

*  Providers reported that in the year prior 1o the survey, 34% of
residential sites added a new consumer, and 22% had one or
more consumer leave.
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“Since moving to Minnesota in
1996, the services available to our
daughter bave been wonderful.
Schoal, in-home assistance and
now out of home placement and
her new work environment. The
transition stage was gradual with
lots of support and that support
has been ongoing. Her social
worker is fabulous and her new
home setting is very caring and

supportive. We feel so lucky!”

“f support a young man with
autism in going to folk dance
classes. Although at first be was
excited and scared of the crowds. |
helped him with the dance steps
and now he laughs and seems to

really like the classes.”
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"My daughter had a physically
abusive roemmate, but the
problem was resolved in a timely
manner and she was able to move
into her own apariment. The
intervention was immediate —

staff listened and acted”.

I take a consumer [ work with to
a food shelf to volunteer 2 days a
month. The people who come to
the food shelf have gotten to know
ber and always take the time to
talk with her. She does not talk
but it is wonderful to see the

interaction between her and the

other people at the food shelf”

“When we moved in we bad a
house warming party and were
welcomed by about eight of our
neighbors who came to the party
or sent flowers or cookies. We have
a geod relationship with our
neighbors and have a neighbor-
hood party each year to keep
everyone in touch with one

]

another,”

+  Almost 90% of interviewed adult waiver recipients 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, cholces in
location and reommates, and growth in independence.

*  The general case manager survey indicated that the highest
quality 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, transportarion, Crisis respite or emergency care, and
person-centered lifestyle planning,

+  Case managers of 468 sample members rated residential and in-
home services highest in overall quality. The lowest quality
components of the HCBS system were sharing quality assurance
resules, skills of DSS, number of available direct support staff

(DSS), and quality of denral care.

+  Case manager ratings of quality 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 settings.

» In general there were very few differences in outcomes for
individuals by race or ethnicity. The most prominent difference
was that case managers reported that individuals from non-white
racial or ethnic groups received poorer quality 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 transportation,
residential services and case management services. Families reported
that most of the time and in most settings staff members were under-
standing, respectful, professional and caring. Case mangers and county
waiver coordinators reported that when compared to ICE-MR services,
HCBS services were superior with regard to people having choices,
privacy, feeling at “home,” participating in their community, picking
where and with whom they live, small size of home, and staffing ratios.
Eighty percent of case mangers rated HCBS supports as good or

excellent.

Adults receiving HCBS services had stable living environments {10%
had moved in the last year). Almost three-fourths of adults reported
having friends and being able to see them when they wanted to.
Furthermore, 94% of HCBS recipients who receive Supported Living
Services (SLS) (typically in “corporate foster care settings”) had on-




going contact with their families. Almost all of the HCBS recipients
participated in common community activities such as running errands,
going shopping, going out to eat and going out for entertainment.
More than half of the adult HCBS recipients in the sample had ar-

tended a self-advocacy meeting.

Challenges and Concerns

Families report that 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-
nity groups. Achieving meaningful community inclusion usually
requires both natural and paid supports in people’s lives. Shortages of
direct support staff, available staff working excessive overtime hours o
respond to shortages, high turnover of experienced staff and limited
staft development are also having effects on people’s opportunities.

Several findings suggest that improvements should be made in
facilitating community inclusion for HCBS recipients, For example,
25% 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 support networks. While 41% of the adult
respondents reported that they were never lonely, 8% said they were
always or often lonely and 51% indicated thar they were sometimes
lonely. Providers reported thar the most common barriers to accessing
community supports were too few staff members (439}, behavioral
needs of the people receiving services (43%), and lack of consumer
interest (40%). Increased efforts to support HCBS recipients in making
friends, building supporr networks and becoming fully participaring
citizens in their communities of choice are needed 1o reduce the
loneliness experienced by HCBS recipients.

Cultural and ethnic factors associated with perceived quality of
services and community inclusion could not be adequately addressed by
this study because of the practical limits on sampling respondents from
ethnic and racial minority groups. However, very few outcomes were
statistically different for sample members from ethnic and racial
minorities. Among important statistically significant differences were
that case managers reported that persons with racially or ethnically
diverse backgrounds experienced significantly lower quality of dental
services. Further investigation is needed to understand the quality and
outcomes of services for HCBS participants and individuals waiting for
HCBS supports who are from ethnically and culrurally 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, respect and sensitive support within the HCBS program.

Executive Summary + 19

‘A person I support was always
being picked on (hit and slapped
constantly) by another client in
her previous placement. She had
to move form her previous
placement ta here — not the person

who was hitting her.”
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“A consumer is communicating
that she doesn’t want to leave her
house to attend day programming.
Meetings have been held, a few
different approaches have been
tried and she is still coming to day
program. She is still very unhappy
abous coming to day program. So
there bas not been an outcome
and the consumer s needs are siifl

not E)eing met. "

A man I support called bis
mother on the phone for years and
would always listen to her but he
would never talk to her. Staff got
a picture of her out one time

when he was on the phone with
her and be said, “mamma.” His

mother was so happy she was

crying.”

Key Findings

Adults reported having friends and being able to see them when
they wanted. Almost all had at least some conract with their
families.

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

Many adults who receive services reported that direct support
staff {DSS) and other non-residents of their home entered
without knocking first (25%), that there were restrictions on
phone use where they live (19%) or that people opened their
mail without permission (33%).

Large proportions of adults reported having no input in major
life decisions about where they would live (49%), work (57%),
or with whom they would live (72%).

Families reported that 17% of HCBS recipients were afraid of
someone in their residenual or work setting.

Families reported they had the least amount of choice in select-
ing a case manager {95% rarely/never}.

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

Almost 20% of consumers who were capable of using a tele-
phone reported that their telephone use was restricted. This was
more likely to be true in corporate foster care settings. Thirty-
three percent reported that someone sometimes or always
opened their mail without permission. Again this was more
likely to be true in corporate foster care settings.

Figure 3: Consumers did not Have Choices About
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*  While going to religious services was really or somewhat impor-

tant to 72% of consumers, only 55% reported going to religious
services.

*  Families reported having the greatest degree of choice about in-
home supports and the least choice about who their case man-
ager was, transportation services, and types of vocational sup-
ports. Only 31.5% of families reported having a range of options
regarding out-of-home residential supports, and only 49.6%
reporied choosing which agency provided out-of-home residen-
tial supports. Families in metro counties were significantly more
likely to report having a choice of vendor for residential services
than those in other counties.

*  While most family members reported being involved in deci-
sions about medical, dental, safety issues, house location, and
roommates, some reported never being involved in these deci-
stons {including some who were the legal guardian for their
family member).

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

*  Most parents reported that providers respected family choices
and preferences. However, educational providers, specialized
therapy services and crisis behavioral services were rated as
relatively less tikely ro respect 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 relarively less likely to
respect consumer choices and preferences.

What's Working?

The ability ro seek and maintain social development and relationships is
instrumental to human development and satisfaction. The majority of
adult HCBS recipients reported that they had friends and could see
them when desired and almost all had desired contact with their
families. Minnesota HCBS recipients reported that they felt supported
in developing and maintaining relationships. A majority of families
reported being involved in making important decisions regarding the
health, safety and well-being of HCBS recipients. Parents reported 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 respect. Reports from
25% of sample members who said people came into their homes

Executive Summary 21
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without knocking, 10% who said people came into their bedroom
without knocking and 20% 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 attend-
ing religious services or events was really or somewhat important ro
them, but they never attended religious services or events. People living
in corporate foster care setrings reported significantly more indications
of disrespect (e.g., people entering the home without 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 fack of choice was also evident in the experiences of
consumners 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 to them. Furthermore, many
recipients are excluded from basic daily decision making about meals,
bedrimes, and privacy. For example, 54% wanted more time alone.
Improving sensitivities outcomes in this area should be a priority.

The lack of choice was not limired to people who receive HCBS.
Only 31.5% of families reported having a range of options regarding
out-of-home residential supports, and only 49.6% reported choosing
which agency provided out-of-home residential supports. Families also
reported having little choice among agencies for case management,
transportation, and vocational supports.

Supports for Families

This part of the evaluation gathered and reviewed information from
family members of HCBS recipients to 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 the extent 1o which out-of-
home residential services worked with the family in planning for

the future.

*  While generally satisfied with the flexibility of employment, case
management and out-of-home residential services, families were
less satisfied with the flexibility 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 ICE-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 dignity is 2 critical component of service
delivery and customer service. High proportions of family members
surveyed reported that in most settings staff were understanding,
respectful, professional and caring. Their testimony confirms that in
general Minnesotas 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 satisfaczion with
the flexibility offered in employment, case management and out of

home residential service.

Challenges and Concerns

Although substantial majorities of families reported satisfaction with
their services, more than 25% of families were not satisfied with in-
home supports, respite services, specialized therapies, environmental
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“The assistive technology our son
received through the Waiver has

opened up many possibilities for

bis life.”

“Our family was able to attend a
Sotos Syndrome conference in
Seattle, WA where we were able to
become better educated on this

syndrome.”

adaprations, adaptive equipment and education. These families reported
that in-home and respite supports were the 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 the
specific needs of families and individuals and shows how failure ro be so
leads to consumer dissatisfaction. The perceived fack of flexibiliry is
undoubtedly attributed to the general shortage of qualified staff to meet
the needs of zespite 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 get,” the antitheses of the flexibility
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 two
plan for their future needs. Although 79% of families reported that
most of the time case mangers helped them plan for the future, 21% 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 attending to and supporting families in planning for their
future needs-

While the majority of families usually choose the respite provider
they use, 21% 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, 10% rarely or never do, and
20% choose only some of the time. Given the intrusive nature of
having a persen provide supports in the family home, assuring such
choice should be a priority. One such strategy is to increase the oppor-
tunities for families and individuals to participate in consumer directed
community support options where they are given the opportunity to
choose who provides them with supports.

There were differences berween case manager assessments of HCBS
services and the family reports of satisfaction. Case managers reported
that case management services were the most likely to be of excellent
quality while families reported greater satisfaction with out-of-home
residential supports and transporration than with case management.
Conversely case managers rated transportation services as one of the
lowest quality services while families receiving transporzation services
rated it as the service with which they were most often satisfied. This
apparent discrepancy may be related to an access issue. That is, low case
managermnent ratings may reflect relative difficulty in accessing transpos-
tation services while parent satisfaction ratings are for those who
actually ger transportation services. Environmental adaptations, assistive
technology and adaprive equipment were rated near the bottom of the
list for both families and case managers. In-home and respirte services
ranked in a middle range by case managers and near the bottom for
families.

Minnesota should make a special commitment to assure that all
possible family support and substitute family alternatives options have
been exhausted before children are placed in non-family congregate
settings. A formal commitment to the philosophy and goals of “perma-
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nency planning” as has been made in states like Michigan should I
substantiaily 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 report includes key findings
and issues related to the types of supports and services HCBS recipients
receive.

Key Findings
*  FEighty-three percent of HCBS recipients receive SLS services i
and most (65.4%) live in corporate foster care settings. ;

* Overall, 26.8% of adult HCBS recipients interviewed worked in
supported employment or work crew or community group work
settings exclusively, 27.4% worked in both supporzed employ-
ment, work crew, or community group work and facility based
employment, but 29.5% worked but only in a center based

program, and 16.3% were reported to receive only non-voca-
tional day program services,

Figure 6: Where HCBS Recipients Work
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*  Although only 15.6% of all HCRBS recipients lived with their
immediate family, more than 73% of children did.

*  HOCBS recipients from diverse racial and cultural backgrounds
were substantizally younger, on average than other HCBS
recipients {32.6% were birth through 19 years compared with
14.3% of other HCBS recipients)

*  HCBS recipients from diverse racial and cultural backgrounds
were less likely to live in corporate foster care sertings (55.1% vs.
606.1%) or to live with a live-in foster caregiver (4.4% vs. 7.7%),
but more likely to live with their immediate family (27.7% vs.
15.0%) or with 2 foster family (7.9% vs. 5.5%). Most of these
differences are artributable to their younger age.
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“We provide supports to a man
who for years turned dawn several
supported employment opportuni-
ties. We continued to pursie and
offer chances for this person to
work in the community., Ar the
last meeting he and his brother
agreed that hed give it a try. He
got a job at Burger King and he
loved it! They started an employee
of the month award and be was
the first vecipient of the award
When they asked him whar he
wanted as an incentive or reward
be said a Burger King jacket. They
got him one. Now, you couldn’t get
him to leave Burger King for
anything.”

HCBS recipients in greater Minnesota urban counties were
significantly less likely to be in non-vocational day programs
(8.19).

More than 60% of HCBS participants were indicated to have
had a behavioral support plan. Prevalence for moderate to very
severe challenging behaviors included: temper outbursts (37.9%),
physical aggression (27.6%), verbal or gestural aggression
{31.0%), self-injurious behavior (23.3%}), and property destruc-
tion (21.8%;). Moderate ro very severe challenging behaviors were
more commaon among children receiving HCBS than adults.

Sixty-four percent of vocational sites and 26% of residential sites
reported consulting with a regional crisis team in the last 12
months. Twenty percent of vocational sites and 7% of residential
sites supported a person who had been sent to an off-site crisis
program in the last 12 months.

During the previous year HCBS residential and vocational
providers reported resorting to crisis interventions for one or
more service rectpients, including calling police to assist with a
behavioral crisis (18.1% of sites), using an ambulance or police
1O transport a person to a psychiatric ward or a general hospital
{13.4%}, overnight stays in a hospital psychiatric ward (15.7%),
suspension or demission from the program (9.7%) and tempo-
rary placement in a regional treatment center or the Minnesota

Extended Treatment Options program {(METQO) (7.4%.

While fewer than 6% of residential sites reported using any type
of restriction or punishment controlled by Minnesotas Rule 40,
18% of vocational sites used planned physical restraints (this
difference is likely explained by the fact that vocational sites on
average supported larger numbers of people at any given site).

All but two of the 21 HCBS waiver coordinators 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 county said that the crisis team was unclear
about their responsibilities and that a “bed” was not always
available when needed.

Overall, 54.6% of families reported that their family member
received one or more form of specialized therapy. Therapies
received included occupational therapy (41.0%), speech therapy
(41.0%), mental health counseling {36%), physical therapy
(35%), behavioral therapy (28%} and other therapies (14.0%).

Overall, 33.3% of families reported that their family member
used some form of assistive technology. A total of 21.3% re-
ported that their family member used environmental adaptations
or modifications.




»  Overall, 49.1% of all travel by HCBS recipients was provided in
site vehicles and 24.5% was provided in staff vehicles. Less than
10% of travel was completed using fixed route public transporta-
tion, deor-to-door public transportation, door-to-door private
transportation or other modes of transportation.

What's Working?

Most adults in the sample reported working in community settings at
least part of the time. Overall, 26.8% of adult HCBS recipients inter-
viewed worked in supported employment or group work crews exclu-
sively, 27.4% worked in both supported employment or work crew and
faciliry based employment, 29.5% worked but only in a center based
program, and 16.3% were reported to only receive non-vocational day
program services.

Ax the time of Minnesota’s last HCBS evaluation in 1991-1992, the
state still had over 1,100 people in large state institutions. One barrier
to moving those individuals to community homes was the lack of an
adequate crisis prevention and intervention system for community
services. Since that time, Minnesota has developed a crisis prevention
and intervention system using a mix of private and public speciafisss to
assist families and provider agencies in supporting individuals with
challenging behavior. This evaluation found that in 1999, providers not
only reported access to the crisis prevention and intervention system,
almost half (42.3%) of all providers in the study reported using this
system in the last 12 months {37.6% reported consulting with regional
crisis services, and 22% reported using on-site intervention by crisis
team members},

The HCBS program is supporting in the community people who
would have once been institutionalized and is doing so without state
institutions as 2 “safety net.” In 1999 the extent of challenging behavior
among HCBS recipients exceeds that of ICF-MR residents and include
people who have significant challenging behaviors including temper
outbursts (37.9%), aggressive-verbal/gestural behavior (31%), physical
aggression {27.6%), self-injury (23.3%}), property destruction {21.8%),
inappropriate sexual behavior {12.5%), running away (9.9%), eating
non-food substances {6.6%), and breaking faws (4.1%). Over 60% of
HCBS recipients now have behavioral support plans, but very few
people are reported to present behavior challenges that exceed the
expertise within their provider agencies.

Challenges and Concerns

The most common living arrangement for HCBS recipients is a
“corporate foster care” home with shift staff (65.4% of all recipients).
This is also the most costly rype of service. To assure resources to reduce
waiting lists and to serve those children who are currently receiving
HCBS in their family when they become adults and seek to move to
their own homes, service initiatives should focus alternatives to corpo-
rate foster care as the predominant mode of support.

Executive Summary ¢ 27

“Finding residential services and
day training has been very easy.
However, finding other special
services has been very difficult.
Speechicommunication services
are available if we make a 120
mile round trip. Physical and
occupational rfyemp] bas been
equally troubling. Local people
seem very reluctant to work with
people with disabilities., .some

bave directly stated to us that the Y

believe physical therapy is a “waste

>

of taxpayer dollars.’




28 » Executive Summary

“Michael lives in a group home
with 2 other young men. His
physical condition is deterioraring
every day. His staff puts forth
extra effort 1o see that he works
out and swims ar the YMCA four
times a week — the support of his
case manager and group home
staff was needed to get him
envolled fat the YMCA]L”

Children who receive HCBS and are from racially and ethnically
diverse groups are more likely than children who are white to receive
ocut-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
recetve HCBS.

The majority of HCBS recipients still receive facility based work or
non-vocational services (59.5%), in Greater Minnesota rural counties
this percentage is significantly higher (71.4%). Additionally, many
individuals reported that they wanted to work in 2 community 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 support needs of the people they served,
28% used other crisis intervention techniques in the 12 months before
the survey. For example, 11.2% sent people to an off-site crisis program,
18.1% called police to assist with a crisis, 13.4% used overnighr stays in
a hospital psychiatric ward, 9.7% suspended or demitted 2 person from
a program and 7.4% temporarily placed 2 person in a state operated
crisis center, & psychiatric unit or Minnesota 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 foster care settings,

and 84% of adults living in family foster care, with their families
or on their own had had a physical exam in the last year.

= Overall, 89% of adults had been to the dentist within the
previcus 6 months. People with less severe mental retardation
and less challenging behavior were more likely 1o have been w0
the dentist.

Figure 7: Availability and Quality of Health Care
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*  Ovenll, 74% of adult women had received a gynecological exam
in the past year. Older women, women with mild or moderate
mental retardation, and women living in corporate foster care

setrings were more likely to have had a gynecological exam in the
last year.

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

*  Case managers reported that the overall quality of dental care
was between fair and good. Case manager assessments of quality
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 intense medical
supervision.

Figure 8: Percent Using Psychotropic Medications
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*  Overall, 43% of adults interviewed reported receivi ng medica-
tion for mood, anxiety or behavior problems. Providers reported
that 34% of all individuals they supported were receiving
psychotropic medications.

*  Case managers reported that dental care was more difficult to
access than health care and physician services. They also reported
that dental services were less available to persons in Greater
Minnesota urban counties than in the other county types.

*  Families whose family member with MR/RC lived with them
were less likely to report that their family member was healthy
than families whose member lived elsewhere (79% vs. 90%).
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A person I support began taking
new medication for some of her
problem behavior. The staff felt
she was overmedicated because ber
behavior became very bizarre
after she started on the new
medication. Staff reported it to
the nurse and the administration
but we were largely ignored. This
made staff burn 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 quality of health
care available to HCBS recipients was above average (mean 3.06;
O=poor, 4=excellent}. Almost 92% of adult HCBS recipients had a
physical exam within the past year, and 89% had been to the dentist. As
a point of comparison the National Health Interview Survey, Disability
Supplement found that a total of 60% 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, 36% had
seen a specialist physician and 89.7% had seen one or the other or bozh.

Challenges and Concerns

Across indicators, health care access and qualiry were reported to be
berter for HCBS participants living in corporate foster care settings
than those living in other types of settings. Access to dental care was
reported to be worse for people with severe or profound mental retarda-
tion, people with mote serious challenging behaviors, and people in
urban counties of Greater Minnesota. The quality of dental care was
reported to be better for people in corporate foster care settings, people
who were ambulatory, people who were white, and people who required
more medical supervision. Quality of medical care was reported ro be
better for individuals with special medical needs. Efforts should be
made t¢ more fully evaluate access to medical and dental care (includ-
ing gynecological care) across the state, especially for persons with more
severe Intellectual and behavioraf disabilities. Access to gynecological
£are for Y()unger WOICEn, WoImen Wlth SEVEIC Or pfofound mental
retardation, and women not living in corporate foster care settings may
also need improvement.

The final concern is the high use of medications for mood, anxiety
or behavior for persons in HCBS settings. Both providers and indi-
vidual consumers (and their proxies) reported high rates of psychotropic
medication use {33% and 43% respectively). In 1999, ICF-MR provid-
ers reported 34.4% of 2,945 Minnesotans living in ICE-MR settings
received “drugs to control behavior” {Karon & Beutel, 2000). In the
National Health Interview Survey Supplement on Disability sample,
10.5% of people with MR/DD were taking prescription medication for
an ongoing mental or emotional condition. Since the sereening docu-
ment dees not ask abourt the use of psychotropic medication, however,
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 types and classes of
mood altering drugs that are being used and for what reason they are
prescribed. It is important to determine whether 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 they are the newer anti-depressant, anti-
anxiety or anti-psychotic medications whose side effect profiles are
much less severe. Further examination of this issue should also consider




Executive Summary « 31

the extent to which psychotropic medications 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
spectalists.

Service Coordination/Case
Management

The service coordinator/case management component of the evaluation
gathered and analyzed in formation on case management services to

identify aspects of their quality and availebility. The roles and functions
that case managers play in the lives of HCBS recipients were alsa l

studied.

Key Findings
*  Eighry-four percent of HCBS recipients had at least one visit

from their case manager in their home in the previous ¢ months
and 93% had at least one visit in their wotk setting.

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

*  Owerall, 75% of consumers said they could talk to their case ‘
manager whenever they wanted to, 85% said their case manager |
heips them with their needs and 67% said it is easy to contact
their case manager.

*  Eighty-seven percent of consumers reported they had 2 planning
meeting in the last year. Of those, 90% attended the meeting,
44% reported choosing the things in their plan, and 21% chose
who came to the meeting.

“We often don't get current up to
date ISPs from case managers and

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

when we do it seems they just

change the date and nothing else.
No 18%

In fact [ was working for a

Sometimes provider once that changed the

37%

name of their company and two
_l to three years later we still were

getting [SPs that had the old

‘ companys name on them.”

Yes 44% ‘
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Almost all of the case managers had developed an ISP for the
recipient in the [ast 12 months (94%) and assessed the person’s
progress (86%). About three fourths had supported family, staff
and administrators to meet needs (79%), had determined
eligibility for services {77%), or had reviewed the health or safety
of the person in context {74%).

Case managers reported average caseloads of 53 people, with a
range of 22 1o 89 people. The average caseload included HCBS
recipients, [CF-MR recipients, people who receive SILS, and
individuals who did not have mental retardation or relared
conditions.

The typical case manager had supported individuals with 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
culrurally appropriate service (2.93 out of 3}, delivered satisfac-
tory cutcomes (2.86), and were responsive to the family needs
{2.78). However, families of HCBS recipients who were non-
white reported significantly less satisfaction with the extent to
which case management services were delivered in a culturally
appropriate manner.

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

Figure 10: Family Satisfied with Case
Management Overall

Some of the

Rarely time
4% 10%

Most of the .
time
86%

While both residential and vocational providers rated case
management services as good overall, residential providers were
significantly less satisfied than vocational providers with conflict
resolution invelving case managers.




*  Case managers in rural counties were more likely to have assisted
in determining eligibility, developed a HCBS budget, made a
nonscheduled visit to a day program, and made more frequent
contacts {e.g. phone, letters, meeting attendance) than case
managers from other types of counties.

*  Case managers in metro counties were significantly more likely
to have presented families and individuals with options for new
services, taken action to protect the rights of a person they
served, and to have received, reviewed and responded to vulner-
able adult reports.

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

*  Case managers were more likely to have arranged diagnostic
assessments and to have made individual contacr 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 fiving in their family
hOmCS.

*  Meuro area case managers were more likely to have a caseload of
only people with developmental disabilities (90%) than were
case managers of urban counties of greater Minnesota {82%) or
of rural counties {50%).

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 satisfied with case manager services and supports most
of the time and find their case manager responsive to family needs most
of the time. Case mangers are reported generally to be able to find
opportunities to visit HCBS recipients in their homes (84% of sample
members were visited in the previous 6 months}, and 50% of sample
members were visited more than twice. About 45% of case manger
visits Jasted 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 options
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 about the function of
case management with respect to people wha receive in-home supports
and the extent to which the supports provided by case managers
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I found out that in a 3-month
perivd the county had been paid
about $1,000 for the case
manager assigned to my child. 1
was shocked because the case
manager really had done nathing
Jor our family yet in terms of
ﬁnding and accessing needed
services. My estimate was that we
had actuality received only about
330 worth of case management

- L
SEXVICES.
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“I requested a specific county case
mandger because that person knew
my daughter. This request was
denied by the county because there
had been no previous complaints
about the exiting case manager

»

assigned to my ddugbrex

respond to special circumstances and needs of families.

Clearly, case manager roles varied significantly by type of county
region. This variation likely creates different experiences, expectations
and outcomes for service recipients and their family members. But
stakeholder group interviews and surveys indicate thar across the state
case managers have a great deal of responsibility. They are a viewed as
having an essential role in assuring quality and outcomes for HCBS
recipients, Many counties report that their case managers make deci-
sions about who is the greatest priority to receive HCBS services. They
are the county’s link with service recipients and with the service provid-
ers with which the county contracts.

Given significant role of case managers in developing and following
up on the implementation of individual support plans as well as in
ensuring quality of services the average Minnesorta 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 greater
than 53 including 5 that were slightly higher (53.3 1o 55.5) (Cooper &
Smith, 1996). Stakeholders perceive caseloads as too high. High
caseloads are reflected in the finding that 33% of HCBS recipients
report that it is not easy to contact their case manager.

Not only are caseload sizes high, there is great diversity in the people
on those cascloads. But only 51% of case managers report that their
county has a process to determine appropriate caseload size. Variations
In service recipient needs also require case managers to have eclecric
skifls and 2 great deal of knowledge. In that regard, it is notable that
40% 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 expectations
for individualized case manager support 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 those
refated to receiving informartion from case managers thar is easy to
access and understand (lowest in family satisfaction), support for
creative ideas (lowest in provider satisfaction), presenting options for
new services and/or providers (provided to only 50% of sample mem-
bers in the year prior to the survey), or visiting new potential service
sites with HCBS recipients (provided te only 18% of sample members
in the previous year). These are areas of essential performance in
increasing consumer control and implementing the Consumer Directed
Community Supports HCBS service option. Of related concern was
that 45% of HCBS recipients interviewed reported that they were not
involved at all in choosing who attended their planning meetings. Only
18% 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 part of any state effort to fulfill the state’s commitment

to person-centered HCBS.




Provider Agencies

The evaluation gathered and analyzed information from provider
agencies at the service site level to identify the nature and scope of
services provided, and the demographics and characteristics of direct
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 typical site employed 6.5 direct
support staff (DSS}, one supervisor, and three on-call DSS.

The typical vocational site supported 29 people and employed
11.6 DSS, one supervisor and 2.5 on-call DSS.

With few exceptions county waiver coordinators and case
managers reported that they considered individual recipient and
family opinion when selecting 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 coordinarors reported substantial

difficulty finding existing providers to meet the amount and type
of demand for HCBS services.

Many county watver coordinators noted particular difficulry in
finding providers qualified to address the needs of people with
high medical and/or behavioral support needs.

Some counties reported difficulty in finding providers to support
individuals in very rural areas and on American Indian reserva-
tions.

DSS Recruitment and Vacancy

-

In this study, 75% of all providers reported finding qualified
applicants for DSS positions was a challenge compared to 57%
of residential providers in 1995.

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

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

Average costs for recruitment of a new DSS included $334 per
month per site for overtime and $250 per month for local
advertising {excluding advertising costs paid by parent agencies).
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As a single mom I have lost three
Jobs due to missing hours of work
because I cannot find PCA care or
they call in sick or simply don’t
show up.”
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While 43% of vocational providers reported using temporary
agency employees, only 4% of residential providers did.

Residential provider vacancy rates were 13.9% in metro coun-
ties, 6.0% in urban counties of greater Minnesota, and 8.4% in

rural counties. Abous 4.5% of all 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 counties 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 that paid higher DSS starting wages.

DSS Wage and Benefits

Starting wages for residential DSS averaged $8.13 and mean
wages of all staff averaged $8.81.

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

Starting wages in residential settings grew 15% berween 1995
and 2000; average “top wages” rose only 9.6% during those
years. According to the Minnesota Department of Economie
Security, the average wage for all Minnesotans increased by

22.4% berween 1995 and 1999.

Overall, 64% of residential DSS and 83% of vocational DSS
were eligible for benefits.

Thirteen percent of DSS were currently students. While 32%
said their employers offered tuition reimbursement, only 6%
actually received tuition reimbursement in the previous year.

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

Figure 11: Changes in DSS Wages 1995-1999
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DSS Retention

*

Forty-six percent of providers said DSS turnover was a problem,
and 28% 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 foster providers, and
recruiting residential and in-home staff were serious to extremely
serious problems facing the HCBS program.

While 40% of DSS said their job responsibilities and working

conditiens turned out to be whar they expected, 45% said they
were only somewhat as expected, and 10% said they definitely

were not as expected.

DSS turnover for 1999 averaged 44% in residential settings and
23% in vocational settings.

Figure 12: DSS Turnover Rates in 1999
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Turnover was significantly higher in sites offering lower average
wages, serving people with more intense support needs, and in
metro counties.

Forty percent of all residential DSS and 35% of vocational DSS
had been in their jobs for less than one year.

Many families reported turnover was a problem including 50%
of families whose family member received out-of-home residen-
tial services, 48% of families receiving in-home supports, and
35% 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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I think the biggest problem in
this whole field are the low wages
fof direct support staff] which
lead ro burnout, frustration and
high turnover. I love my job but I
am only making $10.25 an hour
as a live in coordinater with a
BA degree and many years of

experience. This needs to change!”

“My daugbter bas consistently
only received about 50% of the
in-hame and PCA bours she is

authorized.”
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“Our child has had the same staff
person for the past two years. This
counselor has beiped her grow,
develop, become more social,
understand cause and effect such
as consequences to her bebavior.
She hbas taught ber to think about
how things could happen and to

make better choices.”

DSS were most satisfied with their relationships with their co-
workers, the availability 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 support 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 settings (42% vs. 20%).
Twenty percent of DSS were from non-white ractal or ethnic
gl‘cups.

Owerall, 49% of residential DSS, and 72% of vocational DSS

were full-time employees.

DSS Training and Education

Seventy-one percent of all DSS were certified to administer
medications.

Residential providers offered more than five hours per year of
training on crists 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
respecring people with disabilities, community services and
networking, empowerment and self-derermination, and advocat-
ing for people with disabilities.

Vocational providers offered more than five hours of training per
year on CPR, organizational participation, and program imple-
mentation. They offered fewer than 2.5 hours of training per
year on respecung 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 most knowledgeable abour respecting
people with disabilities {(average raring 3.69 out of 4 with
indicating “advanced” knowtedge), abuse and neglect (3.56), and
consumer safecy (3.50).

Direct support staff reported that they feel least knowledgeable
about organizational participation (2.62}, vocational, educa-
tional and career supposts for people who receive support
services (2.77), education, training and self-development for staff
{2.91), community services and networking (2.93), and assessing
medical conditions (2.96),




*  Fifty-nine percent of DSS agreed or strongly agreed that their
organizaticn's orientation and training program is excellent.
However, 35% said the agency should improve its current
training program and 22% said the agency should develop 2 new
training program.

Other

¢ Case managers in metro area counties were more concerned
about staffing issues {e.g., recruitment, retention, training) than
case managers in other reglons.

*  Almost all county waiver coordinarors reported a decline in the
quality and quantity of staff being hired. Several noted that the
quality 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 of training per year and each voca-
tional site offered 81 hours of training per year on a variety of topics. In
general, DSS reported thar 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 quality of life of the people they support. About half of the DSS
rated their agency’s training program as excellent. Direct supporr staff
also repore that their supervision, benefits, co-workers and supervisor
relationships, schedule and flexibiliry, opportunities for on-going
development, morale, and support from supervisors and families are

“good.”

Challenges and Concerns

All of the stakeholders who parricipared in this evaluation reported
concerns abour the severity and effects of direct support staff vacancies,
turnover, and difficulties in recruiting needed staff members. Direct
support staff turnover was reported to be 44% in residential settings
statewide, and vacancy rates for metro area residential providers ex-
ceeded 13%. Many families reported turnover was a problem, including
50% of families whose member received our-of-home residential
services, 48% of families receiving in-home supports, and 35% of
families receiving respite services. The turnover rates were higher in the
urban counties of greater Minnesota.

Seventy-five percent of providers reported difficulty finding qualified
applicants for DSS positions. Many counties reported an inability to
develop new services and supports or significant delays in doing so
because of difficulties in finding qualified staff. All county waiver
coordinators interviewed reported that they had seen a decrease in the
quality of HCBS because the quality of both direct support staff and

supervisors Is steadily declining. In addition to DSS shortages, county
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“Our provider agency has a staff
and family picnic where staff and
Jamilies of the entire organization
get together to informally network
in an informal, relaxed armeo-

JP}':?E?'E. ”
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"My son was badly burned in a
group hame because there was not

enough staff.”

Figure 13: Workforce Problems in Agencies
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waiver coordinators reported nursing shortages, severe housing short-
ages, and difficulty 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 sustainability
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.

While DSS receive substantial amounts of training, relatively little of
it is reported to focus on essential DSS skills such as formal and infor-
mal assessment, advocating for people with disabilities, communicy
services and networking, and empowerment and self-determination.
Over one-third of DSS said training should be improved and 22% 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 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 o 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, rectuitment, satisfaction, training) between agencies that pay
higher wages and relatedly berween vocational and residential providers,
and between private and public providers. These differences suggest a

need for attention in policy on wage equiry between service types.
Additionally, while many of the people who left positions left within the
first six months of employment, 59.1% had been in their positions




more than a year. The average high wage for long term DSS in service
sites increased only 9.6% between 1995 and 2000 an average increase
in starting DSS wages of 15%. Salary compression is an important issue
for retaining experienced DSS. Wage compensation also appears to be a
major challenge to maintaining a skilled workforce. Systemic attention
to the important challenges of worker compensation should include
incentives for workers to stay in their existing positions,

Quality Assurance and Monitoring
of Services

This section reviews key findings and issues in the area of quality
assurance. Topics include fear, safety, victimization and injuries, deaths,
maltreatment reporting and the performance of the quality assurance
and monitoring system for HCBS.

Key Findings
Fear and Safety

*  Forty percent of DSS and 49% of provider agencies {residential
and vocational) reported that consumer-to-consumer violence
was a problem (8% and 10% respecrively said it was a moderate
or severe problem}.

*  When asked, “Does anybody where you live hurt you,” 85% of
consumers said nobody hurt them, 7% said 2 roommate had,
3% said staff, and 5% said someone else had.

*  Families reported that 17% of individuals in out-of-home
residential settings were afraid of someone (including 11% who
were afraid of their roommates) and 12% of individuals were

afraid of someone at work (including 8% who were afraid of a
co-worker},

Figure 14: Consumer to Consumer Violence
Problem: Provider Report
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A fellow housemate of my
daughter’ bit ber in the back.

n

* Ninery percent of all consumers felt safe where they live, and
76% reported feeling safe in their neighborhoods (11% said they
felt unsafe in their neighborhood).

*  Twenty-one percent of families who had a family member who
received crisis behavioral supports reported that their family
member was afraid of someone tn their crisis behavioral service
setting.

*  Almost all family members reported that their family member
felr safe most of the time while receiving transportation supports,
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 (0.5%) 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 611
individuals {6.2%} were victims of crimes reported to law
enforcement. By comparison, 31% of Minnesotans reported they
were 2 victim 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 maltreatment reports to tabor shortages.

Processed Maltreatment Reports

+  [n 1998, 508 vulnerable adult (VA) or malrreatment 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 types of
settings}.

¢ In 1998, between 16% and 18% of VA or MOMA reports
processed by DHS for day program, ICF-MR, SILS, and HCBS
adult foster care settings were assigned for detailed investigation
as compared with 22% of DHS processed reports for other

HCBS recipients.

*  Reports determined not to involve maltreatment as defined by
VA or MOMA statutes could either be screened out (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 ICE-MR settings
were screened out rather than referred, but almost all reports
involving HCBS adult foster care settings 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 not to
involve maltreatment were logged. Of those, 493 were screened
out and 1,363 were referred to other agencies. The most com-
mon type of complaint referred to other agencies involved
allegations of neglect, unexplained injuries, physical abuse,
emotional/verbal abuse, or client-to-client abuse. The majority
of those complaints were referred to county adult foster care or

the DHS CSMD unit for further action,

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

The rate of substantiated maltreatment per consumer was 8 per
1,000 for ICF-MR settings and 10 per 1,000 for HCBS setungs
in 1998. The rate of substantiated maltrearment per consumer
per year averaged 15 per 1,000 in ICE-MR settings between
1993 and 1998; 10 per 1,000 in HCBS adulr foster care settings
between 1996 and 1998; and 4 per 1,000 in HCBS settings not
also licensed as adult foster care sertings between 1993 and

1998.

In 1998, 51% of all substantiated maltreatment cases involved
neglect, 16% involved physical abuse, 4% involved sexual abuse
and 30% involved some other kind of maltreatment.

Case managers for 26% of HCBS recipients reported receiving
and reviewing a vulnerable adulr report on that person in the last
12 months, and 21% responded to an issue raised in those
reports.

Deaths

»

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

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 those years was 10
per 1,O0O. As 2 point of comparison, during 1998 the average
number of deaths in Minnesota per 1,000 people was 8 and in
the U.S. the rotal number of deaths per 1,000 people was 9
{Murphy, 2000},

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

HCBS waiver coordinators identified problems with the state’s
maltreatment reporting and investigation system and were
generally dissatisfied with ir.
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“We were asked [by the county] to
develop services for twe individu-
als in four weeks. This was poor
planning. We were not able to
sufficiently meet the needs. We did
not have good, full referral
information. Aggressive behavior
escalated, the individual was
demirted, and the family was
angry with the provider.”
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A person began living here about
three years ago. When she first
moved in she bad a lengthy list of
inappropriate bebaviors. She had
had episodes of | cutting ber wrists,
datly verbal abuse toward others,
property destruction, stealing
etc... She presented us with a lot
of challenges and bad never been
able to live in any other commu-
nity setting for more than a year.
Over the past three years she bas
made remarkable progress. Her
behaviors are almost extinct with
the exception of some verbal abuse
every once in awhile. This is the
rmost gratifying experience to see
an individual grow and learn
and is a reminder that people
with DD are capable of improv-

ing their lives.”

DSS Maltreatment Reporting

*  Ninery-nine percent of direct support staff members surveyed
reported they knew how to report incidents of maltreatment.
However, of those who actually reported maltreatment, only
63% said they received any feedback regarding what was done in
response to the report they filed.

Figure 15: Fairness of Maltreatment System:DSS
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*  Twenty-nine percent of DSS reported they were afraid they
might lose their job if someone filed 2 complaint against them
whether or not the report was true or substantiated. However,
95% reported they thought the maltreatment investigation
system was fair to definitely fair.

*  Twenty-six percent of all DSS reported they had observed an
incident of abuse or neglect. Of those, 7% (2% of all DSS) said
they were prevented or discouraged from reporting the incident
by their supervisor and 2% by their co-workers. Only 63% of
DSS who filed a report received any information regarding their
report.

System Evaluations

*  Providers said Minnesota's quality assurance (QA) system was
good in several areas. The highest ratings were for state reviewers
knowing the type of setting, and the quality of county licensing
efforts. Service providers said technical assistance provided by
the state was fair. Providers in greater Minnesota rural counties
were more satisfied with QA efforts than those in other regions.

*  While 84% of case managers reported that they should monitor
service quality only 69% said they actually did. Similarly, while
91% of case managers thought the state QA system should
gather information from and provide information to families,
only 53% said the state QA system actually did so.




*  Case managers rated six components of Minnesota’s QA system
good, and nine components only fair. The highest ratings were
for assuring appropriate and regular health and physician
services, and assuring that there is a syszem for consumer
complaints and investigations about the quality of services. The
lowest ratings were for recognizing exemplary performance,
providing quality training to 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

Poor
15%

Good
42%

Fair

33%

Excellent
10%

*  Most county waiver coordinators reported that their system for
monitoring quality 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 counties.

Most county waiver coordinators reported that families and
consumers were not formally invelved in moniroring and
evajuating 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 Into contracts, and
community members.

*
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* The primary weakness of HCBS QA according HCBS waiver
coordinators was the large caseloads of case managers that makes
it difficult for them to conduct the amount of monitoring that is

needed.

*  County waiver coordinators observed that high turnover of staff
and frequent reorganization at DHS-CSMD result in counties
not getting answers to questions, having difficulty 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 supports 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 majority of
HCBS recipients lived safely and without fear in their homes and in
their neighborhoods. Service providers in rural counties are much more
likely to be satisfied with a number of dimensions related to quality
assurance and monitoring functions. Most direct support staff members
reported that they knew how to report suspected maltreatment. Several
HCBS coordinators reported their counties were conducting quality
assurance and enhancement interventions. For example, one county had
developed quality assurance teams that specifically included and paid
family members and consumers in their quality 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 hust by
their roommate and 12% of families reporting that recipients were
afraid someone would hurt them in their our-of-home residential
placement. In other words an estimated 979 of HCBS service recipients
are living in places where they are afraid of a roommate. Given the
estimate that 37.9% of all HCBS recipients have moderate to very
severe problems with temper outbursts, 31% engage in verbal or
gestural aggression, and 28% engage in physical aggression, this is a
widespread challenge (please note, this is a duplicate count estimate).
Choice abour 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 ate afraid
of the people with whom they live is an obvious aspect of promoting

self-determination. A basic expectation of service providers, counties
and the state should be that prevention and intervention to address
issues regarding consumer to consumer viclence or fear of violence
occur and that ne ene who receives HCBS should be forced to [ive with
people they fear.

The overwhelming majority of the crimes reported by providers for
which HCBS recipients were victims were simple assault and larceny.




The seriousness of consumer-to-consumer violence and reported and
substantiated incidents of maltreatment by staff demand bertter 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 system
for vulnerable adults does adequately idenrify or respond to such issues.
Case managers and county waiver coordinators expressed significant
concerns about Minnesota’s quality assurance system. Some of their
concerns may be related to a fack of common understanding berween
counties and the stare about the role each plays in maltreatment
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 county licensing staff, county MR/DD case
managers, state maltreatment unit investigators, common entry point
personnel, State Office of the Ombudsman). Establishing more effective
communication between people in these various roles may help in both
clearing up misunderstandings, and in finding ways to make the quality
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 the DHS Investigations Unir (based on the definitions
in the Yulnerable Adult Act or Maltreatment 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 warrant follow-
up, licensing action, training interventions or other action by the state,
the county and/or the service provider, Future efforts to examine
Minnesora’s quality assurance system should specifically review the
mechanisms at the state and county level that ensure thar incidents
serious enough to be referred for further action are addressed, resolved
and systemically tracked to identify important trends and issues.
Although almost all of direct support staff members report that they
know how to file a vulnerable adult report, 27% of DSS stated they did
not receive any feedback from their agency, the county common entry
point or the state regarding what happened in response to a vulnerable
adult report that they filed. All reporters of vulnerable adult maltreat-
ment issues should receive accurate and timely feedback as to what
happened with the report and what the outcomes of the situation are,
even if the report was screened out. Currently, the legal requirements
regarding feedback require DSS to specifically ask for feedback from the
county and state regarding what happens with a specific maltreatment
report. This legal requirement needs to change 1o ensure that feedback
and follow up 1o reporters occurs irrespective of if they ask for it. Of
additional concern, 29% of DSS said they were afraid theyd lose their
job if 2 maltreatment report was filed against them even if it wasn't
substantiated. Lasly, though small in percentages, clearly a number of
DSS repoarted that they had witnessed abuse or neglect and had been
prevented by a co-worker or supervisor from reporting the incident.
These are violations of the basic foundation of a successful maltreat-
ment reporting system and need further investigation and intervention.
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“The budger situation is the worst
thing, There is never enough
money to frain direct support
staff- The rent peaple have to pay
bere is just short of exploirarion,
and we bave to pay for all repairs.
The clients suffer because they
have to cut the food budger,

activities, training, safety etc...”
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Although 83% of case managers said they should monitor consumer
and family satisfaction of services, only 68% reported thar they actually
did so. This difference in expectation and reality 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 quality monitoring
activities within the HCBS program and whart were actually compo-
nents of that system. Only 52.7% of case managers reported that their
county utilized a consumer advisory council and only 52.8% reported

. that quality monitoring activities gathered and provided information to
families about the quality of HCBS services and service providers. Case
managers reported that the overall quality assurance system (across 16
dimensions) only does a “fair” job at assuring the outcomes for which
the state Is responsible in administering its HCBS program.

HCBS Utilization 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
*  InFY 1998, expenditures for HCBS recipients averaged

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

For the typical HCBS recipient, residential habilitation (SLS
services) made up 699 of all health and social service expendi-
tures in 1998,

* In FY 1999, Minnesota had average daily recipient expenditures
for the combined ICF-MR and HCBS programs of $52,501 as

compared with a national average of $47,985.

*  Minnesota spent $113.88 per state resident on ICF-MR and
HCBS services combined, compared to a national average of

$65.53.

* Minnesota’s relatively higher expenditures are associated with its
overall high levels access to 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 74% of HCBS recipients
in Minnesota compared with 41% of HCBS recipients nation-
ally).

*  Counties authonze expenditures 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 between children and adults are
artributable to spending for SLS which predominarely serves
adults that is 98.3% of authorized levels as compared to much
proportions of authorizations actually spent for services that

»




predominately service children and families (e.g,, statewide
70.6% of authorized expenditures for respite care were used).
Factors contributing to these differences are explored in the
technical report,

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 $125.61. Rural counties of
greater Minnesota were allowed an average of $132.47 and spent
an average of $115.62.

In 1998, Metro counties served 3,078 HCRS reciptents (45.2%
of the total), urban counties of greater Minnesota served 1,322
recipients (19.4%) and rural counties served 2,409 recipients

{35.4%).

Table 2: Average Annual HCBS Costs

County Type $
Metro 51,494
GM urban 44,495
GM rural 40,186
Level of MR

mild 400,394
moderate 40,999
severe 49,941
profound 64,006

Service type

SLS 51,500
in-home 19,882
other (e.g., foster family, own 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 duty nursing {$16, 734),
day training and habilitation {$12,241), 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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“[ was able to take a consumer to
her Aunt’s church for Sunday
morning service. She was very
excited about being able to go and
enjoyed all of the new sounds she
beard [she is blind]. She is akso
African American and [ felt it
was really positive for her to be
able to go to a church with her
Jfamily and one that was cultur-
ally relevant 1o ber. The staff hope
to continue to sUpport ber
attendance ar this church when-
ever possible — bopefully twice a

month.”
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Figure 17: HCBS Costs Per Recipient
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‘ *  Average costs were lowest for children 0-10 years ($20,139), and
highest for adults 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 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 settings were $31,500 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.

*  Minnesota’s Waiver Allocation Structure {WAS) 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 the Level 1 WAS group (averag-
ing $62,189 per year), and lowest for persons in the Level 4
WAS group {averaging $31,068).

*  Average HCBS costs for children were predicted by level of
support needed, use of an augmentative communication device,
running away, using a wheelchair, needing frequent medical
attention, needing mental health services, the WAS allocarion
level, and whether the child lived in a corporate foster care
setting. Of those variables the most variability was accounted for
by living in a corporate foster care setting {27.6%), and level of
support needed {12.8%).




For adults vartations in HCBS costs were predicted by level of
support needed, communication skills, all types 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 settings. As with children, the most vari-
abiliry was accounted for by living in a corporate foster care
setting (12.9%), and level of support needed {13.2%).

Most 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 master contrace to identify agency
responsibilities in providing HCBS services. The exact service
and cost for each individual is identified through atrachments
and amendments.

All of the counties used the state developed tracking system that
incorporates MMIS dara and produces monthly reports on
authorized costs, average spending per recipient, and spending
for the county as 2 whole.

Only one county respondent reported thar the state tracking
system was effective. Several recurring complaints were men-
tioned about the tracking system relating to the timeliness and
accuracy of information, and technical assistance available.

Impact of the Waiver Allocation Structure

In 1995, a new methodology (the Waiver Allocation Structure)
w0 establish the amount of money added to county funding
pools for new HCBS recipients was implemented. After this new
methodology was implemented, new HCBS recipients were
slighty 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 {56.9% of) the resources allocated to counties for those
same children through the allocation process.

Actual expenditures for adults (18 and older receiving HCBS)
are slightly higher (about $200) than allocations to counties
when those adults entered the HCBS program.

Although HCBS recipients enrolled before and after introduc-
tion of the WAS have similar current expenditures, the alloca-
tions to counties on their behalf in 1998 were very different (e.g.

pre-WAS, $36,750 for children; post-WAS, $57,842).

-
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“Our county was able to bring [a
person with] very significant
medical needs and challenging
bebavior out of the regional
center. He was a very sick man
who was dying. A competent
provider stepped up to the plate
and said they would work with
him. They bave an excellent nurse
who can support his Tardive
Dyskinesia, diabetes, catheter,
limited warer intake, chronic
constipation, and verbal and
physical aggression. He lives in the
country, in a two-persen SLS. He
has a deck he sits on with a dog,
has a whirlpool tub to use and can
ride his bike. He is very happy
and staff members love him and

enjoy him.”
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What's Working?

As the HCBS program in Minnesota has continued to expand, and as it
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 Waiver Allocation Structure (WAS) 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 substantial and costly support needs.
The WAS has been assoctated 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 15.5% for persons entering
the HCBS program prior to July 1995 to 18.3% 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
annuzlly as compared with $24,420 for all other HCBS funded ser-
vices. While Minnesota provides HCBS at about 78% of the cost of
[CF-MR service, in considering the differences two factors should be
recognized. First, only 2.2% of ICF-MR residents are children and
11.8% of HCBS recipients are children. The average annual costs of
HCBS in 1998 for children was abour $5% of that for adults, so that
the higher proportion of children receiving HCBS contributed substan-
tially to the difference between HCBS and ICF-MR expenditures.
Children’s expenditures tend to be lower because their 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 14% of HCBS recipients live with immediate or extended
family members are major contributors to expenditure differences. In
addition, ICF-MR residents are more likely than HCBS recipients o
have severe or profound intellectual disabilities (59% and 36%, respec-
tively). The average cost in 1998 of HCBS (excluding health services)
for persons with mild and moderate mental retardation was only 72%
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 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 report recommended
that Minnesota invest in training, technical assistance, increased
flexibility and other forms of support to assist individuals, families and
local governments o develop more personalized approaches to services.
Still, there continues to be a heavy reliance on small group homes and




day training and habilitation centers to support individuals with MR/
RC in Minnesota.

In a time of grear general difficulty in recruiting personnel, it appears
that family-based services are receiving fower priority in staffing than
SLS congregate care services where requirements and concern for safery
requires that providers maintain a sufficient level of staffing and
therefore billing. These differences in access to the services people are
authorized to receive are affecting both children and adults living in
their family home. For example, on average, respite care expenditures in
1998 were 70% of the authorized amounts; in-home family supports
expenditures in 1998 were 82% of authorizations. Interviews with
county waiver coordinators and service providers suggest that these
problems are at least as serious in 2000 as they were in 1998 and in
some areas In motre so.

Irrespective of concerns about the fairness of such differences and the
adequacy of the general commitment to families, the cost implications
of failing to support people in their homes at relatively low cost at the
risk of hastening out-of-home placement occurrences are impressive.
Children living with their patents or extended family members had
average HCBS expendituses that were 42% of the average HCBS
expenditures for children living away from their family home ($18,262
and $43,064, respectively). Insufficient family support of children
brings a substantial financial as well as psychological and social cost
when it leads to out-of-home placement,

It 1s 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 {12%) as these children
turn to adults, based on current expenditure patterns, the cost for their
services will almost double. Considerable new financial commitments
will need to be secured for their futures unless there is 2 substantial
reduction in the use of SLS services and a greater use other alternatives
to group residential settings, including “host family,” extended family
care and other much less costly models.

There are several longer-term implications of Minnesotas current
cost allocation and expenditures practices. First, children make up a
very small portion of Minnesota's HCBS population {abour 10.6%),
but the difference between their “allowed” funding (i.. the amount
added to the county-managed funding pool on their behalf) and the
amounts actually spent on services for them keep the state system our of
deficit. With almost half (45%) of the HCBS recipients who are 20
years ot younger being between 16 years and 20 years old, the 83%
higher costs on average for services o adults than children presents a
fairly immediate threat 1o the current modest 4.1% difference between
allowed and paid costs.

Counties have been providing services to adults and children who
entered the HCBS program after 1995 at substantially less than their
allowable costs. Even in the Twin Cities metro counties which in 1998
spent overall 4.8% more for their adult HCBS reciptents than was
provided by the state’s allowed expenditures for those same adults, the
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post-WAS allowances for adults were 5.3% more than expenditures.
Given the stability in expenditures for pre and post-WAS enrollees, the
higher allowed costs derived from the WAS (on average $55,838 as
compared with $44,497 for pre-WAS enrollees}, has been extremely
helpful to counties in managing the HCBS programs within budge.
This assistance through the WAS has been all the more norable since
persons who entered HCBS services after 1995 do not differ from those
who entered eatlier in levels or types of impairments. As results counties
have 10 increase their pools of resources more rapidly than expenditures
and make spending commitments to individuals whose services cost
more than the amount allowed through the WAS.




Conclusion

While there certainly remain to be challenges and concerns regarding
HCBS for Minnesotan with MR/RC the vast majority of interviewees,
other key informants, data sets and other documents that informed this
evaluation suggest that HCBS has supported people to having better
integrated, more fulfilled lives. HCBS has enabled lizerally thousands of
people to remain in or to be reconnected to their communities of
choice as active citizens and has done so at lower cost than traditional
congregate care through [CEs-MR and state institutions. Minnesotas
HCBS program has been rapidly growing more than doubling in total
recipients in just G years between 1993 and 1999. It now faces chal-
lenges in building an effective infrastructure under a program that has
grown from the “alternative” to ICF-MR to Minnesota’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 respect, greater self-determination,
improved access, dependable and effective direct support, quality
assurance that improves quality and other initiatives that will achieve
the highest quality of community supports to Minnesotans with mental
retardation and related conditions.
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