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EXECUTIVE SUMMARY

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 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
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 maltreatment; interviews with adult recipients of HCBS; written surveys of
families, case managers, direct support staff, residential 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 Services?

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
institutional placement such as a community Intermediate Care Facility for the Mentally Retarded (ICF-
MR), or a Regional Treatment Center (institution). Minnesota has been authorized to provide HCBS to
people with MR/RC since 1984 through a wide range of options. These inciude residential supports in
one’s own home or in a small shared living setting, day programs, supported employment, respite care,
assistive technology, home modifications, crisis assistance, transportation, and various programs of
training and counseling.

Since its introduction in 1984, the HCBS program has been the primary means of support for
Minnesota’s dramatic shift from institutional 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 5,000 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 reduction in state institutions and large ICF-MR residents is among the
most notable in the United States.

Who receives HCBS Services?

Approximately 8,000 Minnesotans benefit from HCBS. They represent the full range of ages,
levels of mental retardation, and race/ethnicity (see Table 1). As the HCBS program has matured, more
people with severe inteliectual disabilities, challenging behavior and/or serious medical and health needs
have also received HCBS.
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What are the costs of HCBS services?

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 (854,733).

How have Minnesotans benefited from HCBS services?

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 that would have once led to out-of-home placements, 5)
people having many more choices in their lives, and 6) people participating as full citizens and

" contributors to their communities. Overwhelmingly, 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; protection 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 lmproved A
new system is recommended in which families and consumers are active participanis in the
development, implementation and on going review of a redesigned quality assurance program that
integrates health and safety monitoring, quality of life assessment, and quality improvement
assistance.

The state should institute 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 quality 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.
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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 chotces. :

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

Choice and respect are primary service outcomes that need to be systemaiically 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 management}.
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).

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 to 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 disability. This mechanism should not solely rely on counties to provide increased
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 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 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 Investigations units, State Ombudsman Office,
county MR/RC services, common entry points, county foster care licensing units, provider
agencies, case managers, direct support staff, and the individuals and families who receive
supports).

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

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 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
madifications to current services should be made so that HCBS can be individualized to meet the
needs of people from minority groups.

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

ICFs/MR who seek HCBS.

The state should develop a process that would increase the consistency and fairness throughout the
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 systematically 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 information is provided in
a manner useful to counties. The state should increase the amount of DHS staff support and
technical assistance 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.
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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 or rent their own homes through expanded access to housing subsidies such as Section 8
and GRH-like assistance for non-licensed homes. :

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 data sets
including information on HCBS recipients, expenditures and maltreatment reports; 2} direct interviews
with 372 individual recipients of HCBS; 3) written surveys of 184 residential and 82 vocational provider
agencies, 183 families, 468 case managers and 288 direct support staff; 4) telephone 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 [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, description 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 a variety of organizations, agencies and
stakeholder groups including: DHS — CSMD; the Minnesota Governor’s Council on Developmental
Disabilities (GCDD); the MDLC, Arc-Minnesota, county social services, the Minnesota Ombudsman
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 all
instruments; 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 evaiuation 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: Twin
Cities 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 ali eligible HCBS recipients in the selected counties that were
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 to reflect the proportion
of minority group members receiving HCBS recipients in each of the three county types. The first 101
people selected who were not eligible for the study or who declined to participate were replaced resulting
in a tota] of 801 individuals who were invited to participate.
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Access to information about the services received by a sampled individual depended on that
individual or his/her legal guardian providing informed consent o participate. Obtaining consent required
the involvement of each sample members’ county case manager. Case managers were asked to venify 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
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 participate, they remained
anonymous to the interviewers.

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

Screening Document Files. The Minnesota screening document data set provided a wide range of
demographic, diagnostic, 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 related Medicaid state
plan services. Information from the October, 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 expenditures 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) total 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 HCBS 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 about maltreatment reports. These included
reports that were received by the investigations unit, which after initial disposition were determined to not
be maltreatment and were either screened out or referred to another agency. This data was used to
summarize the 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 final 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 data provided in extant data sets and obtained 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 outcomes 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 implementation and outcomes
should be noted. Among the strengths were:
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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 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 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 reliability and validity of the data 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 adequate program of
follow-up of late and non-respondents for certain surveys; limited resources for providing
incentives for completing the surveys and interviews; and inadequate efforts to achieve fully
visible 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 couid only be approached through their county case managers, case
managers who refused or made half-hearted attempts to recruit participants and to 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 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 “probiematic,” 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 a number of
important topical areas including: HCBS use and expansion, access, quality, supports and services, health,
case management, 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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Real life examples are used throughout each key findings section to illustrate 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 obtained with an assurance of ancnymity to the respondents.
Once the data were received, the names of the respondents were eliminated in order to protect
confidentiality of the respondents.

Home and Community Based Services Use and Expansion

This section of the evaluation reviewed information to determine the use and growth of HCBS in

Minnesota. It also made comparisons between ICF/MR and HCBS use in Minnesota and the United
States as a whole.

Key findings

In 1999, nationally, 41.2% of HCBS recipients lived in homes that were owned, rented or managed
by an agency that provided residential 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 ICF-MR residents and 94.8% of HCBS recipients.

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

- Between 1992 and 1999, Minnesota reduced the number of people in state operated large ICF-MR

settings from 1,033 to 72.
Of the 3,101 ICF-MR residents in 1999, 34% lived with 16 or more other people.

Of the 3,101 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 profound
intellectual disabilities. .

While more people with various health-related and other support needs now receive HCBS funded
supports than live in ICF-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 a 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 proporticnately more likely than younger adulis
to report needing assistance 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.
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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, but 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 total ICF-MR residents (3,604)
and HCBS recipients (6,097). By June 1999, HCBS recipients had increased 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 small (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 that provided residential supports to HCBS recipients.
In MN this average is 73.6%. Likewise nationwide estimates of HCBS recipients who live with family
members is 33.6% compared to 15.4% in Minnesota. Additionally, nationally an estimated 15% of HCBS
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 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 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 about the higher expense of supporting individuals with more extensive support needs while
maintaining the total cost of services under a county’s allowable total expenditures. An effort was made
to address this concern in 1995 with the implementation 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 to receive
HCBS funded supports (rather than ICF-MR services) than are persons with mild or moderate intellectual
disabilities.

Access to Services

This part of the evaluation gathered and reviewed information about how people get HCBS in
Minnesota and the issues they face in gaining access to the program’s services. Also, issues related to the
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
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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 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 “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 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 situations or b) people having the greatest impairments of all 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%).

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 about 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 innovations,
assistance on how to manage own services, regular respite care, and transportation.

Case managers for more than 23% of individual study participants 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 to 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 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
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available supports may not meet all of their needs. Minnesota has made an exemplary commitment o
assuring that all eligible individuals and families have basic support even as they wait for the more
comprehensive 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 information 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 to case management, 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 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 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 (82%) and work (89%). 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 equipment,
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 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 their
family members to find friends, family members or neighbors to add to their support networks.
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»  Providers reported that the most common barriers to accessing community supports were (00 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 Jeave.

+  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, choices in location and roommates, and growth in independence.

*  The general case manager survey indicated thar 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, 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
results, skills of DSS, number of available direct support staff (DSS), and quality of dental care.

»  (Case manager ratings of quality of life were higher for individuals 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. Consutners 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 understanding, respectful, professional and caring. Case mangers
and county waiver coordinators reported that when compared to ICF-MR services, HCBS services were
superior with regard to people having choices, privacy, feeling at “home,” participating in their
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 attended 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 community 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
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hours to respond to shortages, high turnover of experienced staff and limited staff development are also
having effects on people’s opportunities. ‘

Several findings suggest that improvements should be made in facilitating comminity 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 participating
citizens in their communities of choice are needed to reduce the loneliness experienced by HCBS
recipients.

Cultura! 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 culturally diverse backgrounds.

Choice and Respect

This part of the evaluation gathered and reviewed information reflecting the extent to which
HCBS recipients and their families experienced choice, respect and sensitive support within the HCBS
program.

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

»  Case managers reported that 8§1.6% 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 residential or work
setting.

»  Families reported they had the least amount of choice in selecting 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 telephone reported that their telephone use
was restricted. This was more likely to be true in corporate foster care settings. Thirty-three
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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.

*  While going to religious services was really or somewhat important 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 manager was, transportation services, and types of vocational supports. 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 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 decisions about medical, dental, safety
issues, house location, and roommates, some reported never being involved in these decisions
(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. Similarly, while most families
reported that most providers respected consumer choices and preferences, educational providers
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 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 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
attending 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 to improve the respect people with MR/RC who receive HCBS get.

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

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 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 respite services, in-home
supports, and educational services.

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

What'’s working?

Being tredted with respect and dignity is a 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 Minnesota’s
service provider organizations and personnel are dedicated to supporting and enhancing the lives of
people with disabilities 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

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 adaptations, 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 to be so leads to consumer dissatisfaction. The perceived lack of flexibility is undoubtedly
attributed to the general shortage of qualified staff to meet the needs of respite and in-home recipients.
Because of that shortage families often get fewer hours than they have been authorized and are often
“forced to take what they can 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 to 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
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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 person provide supports in the family home, assuring such choice
should be a priority. One such strategy is to increase the opportunities 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. 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
transportation than with case management. Conversely case managers rated transportation services as one
of the lowest quality services while families receiving transportation 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 management ratings may reflect relative difficulty in accessing transportation services while
parent satisfaction ratings are for those who actually get transportation services. Environmental
adaptations, 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 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 “permanency planning” as has
been made in states like Michigan should substantially lower the number of children in Minnesota
deprived of the developmental benefits of family life.

HCBS Supports and Services

The supports and services section of this 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 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 supported
employment, 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-
vocational day program services.

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 cultural 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.

» 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 a behavioral support plan.
Prevalence for moderate to very severe challenging behaviors included: temper outbursts (37.9%),
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physical aggression (27.6%), verbal or gestural aggression (31.0%), self-injurious behavior
(23.3%), and property destruction (21.8%). Moderate to very severe challenging behaviors were
more common 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 recipients, including calling police to assist with a behavioral
crisis (18.1% of sites), using an ambulance or police to transport a person to a psychiatric ward or a
general hospital (13.4%), overnight stays in a hospital psychiatric ward (15.79%), suspension or
demission from the program (9.7%}) and temporary 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
controlled by Minnesota’s Rule 40, 18% of vocational sites used planned physical restraints (this
difference is likely explained by the fact that vocational sites on average supporied larger numbers
of people at any given site).

+ Al 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% reported 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
transportation, 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 interviewed worked in supported employment or group work
* crews exclusively, 27.4% worked in both supporied 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. 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
specialists 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

ES-17




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 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 (4.19%). 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 type of service. To assure resources to
reduce waiting }ists 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
corporate foster care as the predominant mode of support.

Children who receive HCBS and are from racially and ethnically diverse groups are more likely
than children who are white to receive out-of-home supported living services. Investigation of this
difference may help in better understanding the reasons and perhaps assist with developing outreach
strategies to diverse racial and ethnic communities to increase the proportion of people from these
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%). Additionally,
many individuals reported that they wanted to work in a community job but did not. Greater emphasis on
increasing supported, community 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 hospital psychiatric ward, 9.7% suspended or
demitted a person from a program and 7.4% temporarily placed a 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 recipients
and access to various health care services.

Key findings
»  Overall, 98% of aduits 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 previous 6 months. People with less
severe mental retardation and less challenging behavior were more likely to have been to the
dentist. ' '

= Overall, 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
settings were more likely to have had a gynecological exam in the last year.
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 Case managers reportéd the overall quality of health care supports for individuals in the HCBS
program was good. They reported that people with special medical needs experienced higher
quality health care supports.

«  Overall, 43% of adults interviewed reported receiving medication for mood, anxiety or behavior
problems. Providers reported that 34% of all individuals they supported were receiving
psychotropic medications.

«  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.

«  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%).

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 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 retardation, 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 ambulatory, people who
were white, and people who required more medical supervision. Quality of medical care was reported to
be better for individuals with special medical needs. Efforts should be made to more fully evaluate access
to medical and dental care (including gynecological care) across the state, especially for persons with
more severe intellectual and behavioral disabilities. Access to gynecological care for younger women,
women with severe or profound mental retardation, and women not living in corporate foster care settings
may also need improverment.

The final concern is the high use of medications for mood, anxiety or behavior for persons in
HCBS settings. Both providers and individual consumers (and their proxies) reported high rates of
psychotropic medication use (33% and 43% respectively). In 1999, ICF-MR providers 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 emotional condition. Since the
screening document 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 to HCBS recipients today have high
rates of extra-pyramidal side effects (e.g., tardive dyskenisia) or whether they are the newer anti-
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depressant, anti-anxiety or anti-psychotic medications whose side effect profiles are much less severe.
Further examination of this issue should also consider the extent to which psychotropic medications are
being used without a mental health diagnosis, and to what 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

fonﬁation 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 at least one visit in their work setting.

About half of HCBS recipients had one or more nonscheduled visits from their case manager to
their home (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 a 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.

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 safety 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 recipients, 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.

Families reported that most of the time case managers provided culturally appropriate service (2.93
out of 3), delivered satisfactory outcomes (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 what the family wanted or needed or provided information in a manner that was easy to
understand.

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 involving 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.
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+  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 vulnerable adult reports.

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

»  Case managers were more likely to have arranged diagnostic assessments and tc 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 a HCBS budget, presented options for new
services or arranged for new service providers, assisted with completing forms or required
paperwork, 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 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 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 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 that their case managers make decisions about who is the greatest
priority to receive HCBS services. They are the county’s link with service recipients and with the service
providers with which the county contracts.

Given the 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 caseloads. But
only 51% of case managers report that their county has a process to determine appropriate caseload size.
Variations in service recipient needs aiso require case managers to have eclectic skills and a great deal of
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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 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 members 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
changing 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
comnmitment 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 i)eople. 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 considered when
SLS services are selected.

»  Almost all HCBS waiver coordinators reported substantial difficulty 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 support needs.

+  Some counties reported difficulty in finding providers to support individuals in very rural areas and
on American Indian reservations.

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 1993.
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Despite families reporting serious problems getting in-home supports, case managers said families

not getting authorized or needed services, and families not finding people to hire was a moderately

serious to serious probletn.

Providers reported 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).

While 43% of vocationa) providers reported using temporary agency employees, only 4% of
residential providers did.

Residential provider vacancy rates were 13.9% in metro counties, 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 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% between 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% between 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.

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

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

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.

Overall, 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 crisis intervention and

"behavioral supports, medication 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 networking, empowerment and self-determination, and advocating for
people with disabilities. '

Vocational providers offered more than five hours of training per year on CPR, organizational
participation, and program implementation. They offered fewer than 2.5 hours of training per year
on respecting people with disabilities, blood borne pathogens, 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, educational and career supports 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 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 about 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.
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What's working?

Both residential and vocational service providers reporied 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
vocational 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
responsibilities, 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 about 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 exceeded 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 waiver coordinators
reported nursing shortages, severe housing shortages, 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 (o address the workforce crisis to ensure that the HCBS program 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 informal assessment, advocating for people with disabilities,
community 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 medication 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, relationships 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. o

There were significant differences noted in staffing outcomes (turnover, 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 attention in
policy on wage equity 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

ES-25




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, malireatment 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 you,” 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).

+  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 crisis behavioral service setting.

+  Almost all family members reported that their family member felt safe most of the time while
receiving transportation supports, in their employment or day program, in out-of-home residential
settings, and 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 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 maltreatment reports to
labor shortages.

Processed Maltreatment Reports

+ In 1998, 508 vulnerable adult (VA) or maltreatment of minor (MOMA) reports were processed for
persons in HCBS funded adult foster care 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.
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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 ali 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 common 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 aduit foster care or the DHS CSMD unit 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
substantiated 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 settings in 1998. The rate of substantiated maltreatment per consumer per year
averaged 15 per 1,000 in ICF-MR settings between 1993 and 1998; 10 per 1,000 in HCBS adult
foster care settings 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 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 adult
report on that person in the last 12 months, and 21% responded to an issue raised in those reports.

Deaths

Between 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 between 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 1,000.
As a pointed comparison during 1998 the average number of deaths in MN per 1,000 people was 8
and in the U.S. the total number of deaths per 1,000 people was 9 (Murphy, 2000).

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

HCBS waiver coordinators identified problems with the state’s maltreatment reporting and
investigation system and were generally dissatisfied with it.

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.

Twenty-nine percent of DSS reported 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.
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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 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 agencies to serve them.

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

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
reporied 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 evaluating HCBS services.

Primary strengths of HCBS QA according HCBS waiver coordinators included experienced, long-
term case managers who know what is happening, an informal county system that makes people
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.

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 that 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
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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 survey reported they had been hurt by their roommate 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 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 about
where and with whom you live is a fundamental aspect of self-determination. Recognizing and
responding to the fact that self-determined people rarely choose to live in places where they are afraid of
the people with whom they live is an obvious 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 understanding 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
between 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
clearing up misunderstandings, and in finding ways to make the quality assurance systet more effective,
In addition to improving communication, 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 Unit (based on the definitions in the Vulnerable Adult Act or Malwreatment 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-consuiner 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 Minnesota’s quality assurance system should specifically
review the mechanisms at the state and county level that ensure that 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 comrmon entry point or the state regarding what happened in response to a vulnerable adult report
that they filed. All reporters of vulnerable adult maltreatment 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
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report was screened out. Currently. the legal requirements regarding feedback require DSSS to
specifically ask for feedback from the county, and state regarding what happens with a specific
maltreatment. This legal requirement needs to change to ensure that feedback and follow up to reporters
occurs irrespective of if they ask for it. Of additional concemn, 29% of DSS said they were afraid they'd
lose their job if a maltreatment report was filed against them even if it wasn’t substantiated. Lastly,
though small in percentages, clearly a number of DSS reported 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 maltreatment reporting system and need further investigation and
intervention. ,

Although 83% of case managers said they should monitor consumer and family satisfaction of
services, only 68% reported that 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 between what case managers thought should be a part of the quality
monitoring activities within the HCBS program and what were actually components 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 abcut 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 recipienis 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 69% of all health
and social service expenditures 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 $47,965.

+  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 program,
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 nationally).

 Counties authorize expenditures for children that are on average $6,885.73 more than they actually
spend. They authorize éxpenditures 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). Factors contributing to
these differences are explored in the technical report.
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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 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%).

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 Minnesota, and $40,186 in rural counties of greater Minnesota.

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 $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 allowed spending pool based on statistical assignment of consumers to
one of four resource allocation levels. Average annual costs were highest for persons in the Level 1
WAS group (averaging $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 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, 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 variability 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 HCRBS
program in their counties. :
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+  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 attachments 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.

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

Impact of the Waiver Allocation Structure

« In 1995, a2 new methodology (the Waiver Allocation Structure) to 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 slightly more likely to have profound
mental retardation or related conditions and slightly less likely to have mild or moderate 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 introduction of the WAS have similar current
expenditures, the aliocations to counties on their behalf in 1998 were very different (e.g. pre-WAS,
$36,750 for children; post-WAS, $57,842).

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 program ($52,961 versus $67,763 per year per person in 1998). The implementation of the Waiver
Allocation Structure (WAS) was intended 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
profound 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 annually as compared with $24,420 for al} other HCBS funded
services. While Minnesota provides HCBS at about 78% of the cost of ICF-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
about 55% of that for adults, so that the higher proportion of children receiving HCBS contributed
substantially 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 to have severe or
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profound intellectual disabilities (59% and 36%, respectively). 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 (340,660 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 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 concemn
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 autliorizations.
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 imore 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
parents or extended family members had average HCBS expenditures 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 psychclogical and social
cost when it leads to out-of-home placement. . _

1t is important to consider the effect of the current children who receive HCBS funding growing
up. Although Minnesota has a relatively small proportion of children receiving HCBS (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 a
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 Minnesota’s current cost allocation and
expenditures practices. First, children make up a very small portion of Minnesota’s HCBS population
(about 10.6%), but the difference between their “allowed™ funding (i.e. 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
between 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 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 recipients than was provided by the state’s allowed
expenditures for those same adults, the 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 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 to
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.
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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 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 total
recipients in just 6 years between 1993 and 1999. It now faces challenges 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 this
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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PART I: INTRODUCTION AND BACKGROUND

Evaluation Purpose

In April 1999, the Minnesota Department of Human Services, Division on Community Supports
for Minnesotans with Disabilities (DHS-CSMD) entered into a contract agreement with the University of
Minnesota’s Research and Training Center on Community Living at the Institute on Community
Integration (U of MN) to conduct an independent evaluation of Minnesota’s MR/RC Home and
Community Based Services (HCBS) Waiver Program. The last independent evaluation of Minnesota’s
MR/RC HCBS program was completed in 1992, also by the U of MN. The purpose of the present HCBS
evaluation was to gather information on research questions raised by DHS-CSMD and the evaluation’s
Stakeholder Advisory Committee to identify progress and remaining challenges in the administration and
design of the MR/RC HCBS program, and to assist in strategic planning for the future of the HCBS
program.

This report describes key components of the evaluation of Minnesota’s HCBS program. The
methodology section describes the process used to develop instrumentation, obtain respondent samples,
and code and anatyze data. The results section summarizes and discusses findings in the context of state
and national trends. The recommendations section summarizes recornmendations to assist in strategic
planning for the future of the HCBS program.

Overview of Medicaid Home and Community Based Services

Section 2176 of the Omnibus Budget Reconciliation Act of 1981 (P.L. 97-35), passed on August
13, 1981, granted the Secretary of Health and Human Services the authority to waive certain existing
Medicaid requirements and allow states to finance certain "non-institutional" services for Medicaid-
eligible individuals. The Medicaid Home and Community-Based Services “waiver” (HCBS) program was
designed to provide home and community based services for people who are aged, blind, disabled, or who
have mental retardation or a related condition (MR/RC) and who, in the absence of alternative non-
institutional services, would remain in or would be at a risk of being placed in a Medicaid facility (i.e., an
institution, Nursing Facility or an ICF-MR). Final regulations were published in March 1985. Since then
several new regulations and interpretations have been developed, but none have changed the fundamental
premise of the program (o use home and community-based services and supports to reduce the need for
institutional services.

Non-institutional services that can be provided under the HCBS program include case
management, personal care services, adult day health services, habilitation services, respite care, or any
other service that a state can convincingly argue will lead to decreased need for and costs of Medicaid
funded long-term care. Although not allowed to use HCBS reimbursements to pay for room and board,
all states offering HCBS to persons with MR/RC provide residential support services under the categories
of personal care, habilitation, homemaker or other service categories. Cash assistance from other Social
Security Act programs (S.S.1, $.5.D.I), state supplements and individuals’ personal earnings are used to
pay room and board costs. In 1998, about two-thirds (66.4%) of HCBS recipients in the 42 states
reporting such data received services in settings other than the home of natural or adoptive family
members (Prouty & Lakin, 1999).

Given both its flexibility and its potential for promoting individualization of services, the HCBS
program is recognized in all states as a significant resource in the provision of community services as an
alternative to institutional care. Since 1992, requirements that prevailed in the HCBS program’s first 10
years that states demonstrate reductions in projected ICF-MR residents and expenditures roughly equal to
the increases in HCBS participants and expenditures have been considerably relaxed. As a result, there




has been recent dramatic growth in the number of HCBS participants, even as the number of ICF-MR
participants has remained relatively stable. InJune 1999, states provided HCBS to more than twice as
many people with MR/RC (262.538) as resided in the ICFs-MR (117,764) (Prouty & Lakin, 2000).

Minnesota’s HCBS Program

Overview

In 1984, the Minnesota Legislature authorized the Department of Human Services (DHS) to seek
approval from the U.S. Department of Health and Human Services to provide Medicaid-funded Home
and Community Based Services to persons with mental retardation and related conditions (MR/RC). The
application was approved, and 278 Minnesotans with MR/RC were receiving HCBS by June 1985. From
that initial group, the number of HCBS recipients with MR/RC in Minnesota grew to 2,466 persons by the
end of state FY 1991 and 10 7,102 by the end of state FY 1999 (Prouty & Lakin, 2000). In June 1999,
Minnesota’s HCBS program for persons with MR/RC (with 7,102 recipients) was the eleventh largest in
the U.S.. Minnesota’s utilization rate of 148.7 recipients per 100,000 of the state’s population was the
14th largest, behind North Dakota (295.7), South Dakota (268.9), Vermont (259.3), Rhode Island (241.5),
Wyoming (231.7) and nine other states (Prouty & Lakin, 2000). By comparison, in 1991, Minnesota’s
utilization rate for HCBS (57.6 per 100,000 state residents) was fourth largest in the nation.

In its original application Minnesota was authorized to provide HCBS participants with case
management, habilitation, including residential habilitation (supported living services and in-home
support services), day training and habilitation, homemaker/chore services, respite care (both in-home and
out-of-home), and adaptive aids for the individual (including modifications to the person’s home and
vehicle). Subsequent renewals and amendments have added crisis respite, 24-hour emergency assistance,
adult-day care, supported employment, specialist services, caregiver training and education, housing
access coordination, assistive technology, personal care attendant, personal support, transportation,
consumer training and education and consumer-directed community supports. Minnesota’s current menu
of HCBS is among the most comprehensive and, at least by definition of available services, among the
most person-centered and consumer-controllable of all state HCBS program service menus in the United
States.

Administration of the HCBS Waiver

The HCBS program for persons with MR/RC in Minnesota is managed and monitored by the
state Department of Human Services (DHS), but is administered by the social services agencies of the 87
counties. Within the state DHS, primary responsibility for program management of HCBS for persons
with MR/RC is assigned to the Division of Community Supports for Minnesotans with Disabilities
(CSMD), with several other DHS divisions having specific responsibilities with respect the program’s
services (i.e., Licensing Division licenses and monitors provider agencies). At the county level, with
cooperation and system support from the state DHS, county social service agencies act to plan, arrange or
provide, and monitor HCBS for eligible persons within limits of budget and state and federal standards.
Case management is provided by employees of the county social service agencies, or in a very limited
number of cases, employees of contracted agencies.

Allocations of HCBS Waivers to individuals. The number of individuals allowed to receive
HCBS services is managed by the state. Allocations are awarded to counties by the state based on a
number of factors including the county size (population and total persons with MR/RC being served),
county efforts to pursue state and county priorities for its long-term care system for persons with MR/RC
(e.g.. downsizing large ICFs-MR, closing community ICFs-MR, preventing out-of-home placement of




children, serving individuals with elderly parents), the number of persons requesting and eligible for
" HCBS, historical ICF-MR use, and county plans to develop new resources.

In recent years, in part because of how early MN began providing services and the size of the
existing HCBS program, Minnesota's requested and realized growth, although substantial, has been
considerably less than the national average. For example, between June 1992 and June 1999 Minnesota’s
number of HCBS recipients grew by 178% (from 2,551 to 7,102), but nationally the number of HCBS
recipients grew by 320% (from 62,429 to 262.538 individuals)(Prouty & Lakin, 2000).

Management of allocated funds. Once individuals receive HCBS services they continue to
receive such services so long as they remain eligible, HCBS services are judged to be adequate to meet
their needs, and counties determine that they are able to do so within the allowed budgets passed on to
counties to manage. Counties are authorized to serve an established number of people within a “unique
allowable daily average”. State ailocations to county resource pools before 1996 were determined by
various mechanisms based on the allowable daily reimbursement rate established for the county. Over
time the state modified the amount added to county pools as individuals entered the HCBS program
through the enhanced HCBS Waiver services fund, the family choice option demonstration, enriched
funding, SILUN allocation, and crisis respite services. Since Fiscal Year 1996 state allocations to county
resource pools have been adjusted by an “allocation structure™ that provides four resource allocation
categories (1-4) based on an assessment of the physical, functional, medical and behavioral support needs
of newly enrolled individuals. Now “the calculation of each county’s unigue allowable daily average is
based on the allowable average daily dollar amount associated with each person who enters the program
after July 1, 1995 and the base dollar amount authorized for persons in service as of June 30, 1995
(DHS, 1996). These differential HCBS resource allocations are not provided directly to an individual as
an individual budget, but are allocated to the individual’s county to be managed as part of the counties
overall pool of resources for serving all HCBS recipients within that county. So, for example, if the
county is allocated $100 a day to serve an individual from DHS the county could select to spend $40 a
day or $200 a day provided they stay within their total county HCBS allocation. The differential
allocation of resources based on the assessed needs of individuals responded to tendencies in some
countries to assure that they did not overspend their allocation by limiting HCBS access o persons whose
services would cost more than the counties current unique allowable daily average.

Financing of HCBS

Although the state DHS establishes overall HCBS budget limits for counties, these limits are
established as pooled budget within which counties must stay as they purchase services for their HCBS
recipients as a group. Therefore, counties have latitude in “averaging” HCBS costs, within the allowable
pool of funds for the county. This gives them the flexibility to allow for differences in the levels, types
and costs of services needed by individuals. This also makes important for counties to attend to factors
that may operate to push expenditures beyond available funding. For example, counties may find it
relatively inexpensive to serve some children with HCBS because parents provided the bulk of personal
support and schools provide the primary day activity. However, when these children become adults the
costs of their HCBS services can increase dramatically as school programs are replaced by HCBS-funded
employment and day services and the support provided by parents in their family homes is replaced with
costly supervised residential arrangements. Because of the difficulties some counties have had in
managing changing resource needs over time, the Department of Human Services has developed training
programs and budget management and simulation software to assist counties in predicting the costs
associated with changing needs of recipients and managing the finances of their HCBS programs.




Organijzational Roles

County roles. County social service agencies play the key role in the implementation of
Minnesota’s HCBS Waiver program. Counties may act as direct providers of HCBS services; all counties
provide case management, some provide homemaker and respite care services as well. County social
services agencies also play the primary role in selecting individuals to receive HCBS and in purchasing
services for them from state operated services or private for-profit or non-profit service providers. Some
counties have a number of private service providers from which to choose while other, usually but not
always rural, counties are dependent on one or two service provider agencies for most services.

Training and technical assistance. Minnesota’s DHS provides training and technical assistance
to county human services agencies, service providers, and others to maintain the quality of services and
HCBS management. Periodic, statewide training is conducted by central office CSMD staff. A small
network of regional CSMD staff (Regional Resource Specialists) is responsible for on-site training and
technical assistance requested by counties and providers. Some counties also provide training and
technical assistance, but for the most part private service providers and organizations of service providers
carry out their own training activities and secure their own technical support with little formal assistance
or involvement from state or local governments.

_ Quality standards and review. Monitoring the quality and appropriateness of services received
by HCBS recipients is primarily the responsibility of the case managers of individual service recipients.

Other targeted monitoring of service quality, as defined in formal licensing rules, is conducted by the

Division of Licensing of the state DHS, with certain functions delegated to county social services.

State rules specify training and experience requirements for providers of HCBS and establish
standards and procedures for county administration of HCBS. Many of the rules governing HCBS
services in Minnesota are found in the “Consolidated Standards”. In addition, “Rule 41" describes the
funding and administration of HCBS, and specifies qualification requirements of providers. Other rules
that pertain to the HCBS program include, “Rule 40" regarding the use of aversive and deprivation
procedures, “Rule 10” regarding treatment of vulnerable adults, “Rule 11" regarding background
investigations of care providers, and “Rule 206" regarding homemaker services. Additionally the
“Consolidated Standards” provide standards regarding the staff who support HCBS recipients and the
programming, habilitation and other supports that must occur within HCBS services.

* Continuing oversight by the DHS Medicaid Surveillance, Utilization Review unit is among
* measures to assure appropriate use of federal and state funds for HCBS recipients. Several state and
private oversight and advocacy organizations, including the office of the Ombudsman, the State
Protection and Advocacy Agency (“The Disability Law Center’”), the Governor’s Planning Council on
Developmental Disabilities and State and local chapters of the Arc, have ongoing responsibilities and
interest in monitoring the quality and accessibility of the HCBS program.

Information systems. In addition to a fully computerized billings and payment system,
Minnesota maintains an extensive system of computerized information on its HCBS program participants.
This system provides current data on individual recipients and the services they receive; their physical,
functional, medical, behavioral, sensory and other abilities and needs; their living circumstances and
demographic and other information based on Screening Documents submitted to the state by county case
managers. This state information system includes all persons with mental retardation or related
conditions receiving or screened as eligible for but not receiving HCBS. It also includes individuals with
MR/RC who are receiving other types of services. The state also maintains a database that summarizes
the amount actually paid for each type of service received by each HCBS recipient, the amount of
payment authorized by counties for each type of service for each HCBS recipient, and the amount of
funding added to the county’s overall resource pool when an individual is selected to receive HCBS
services. The state provides periodic reports from these data bases to each county to assist local agencies




PART II: RESEARCH DESIGN AND METHODOLOGY

Several different research methodologies were used in this study to maximize the validity and
reliability of the findings. These methods included: 1) analyses of data from existing state data sets
including information on HCBS recipients, expenditures and maltreatment reports; 2) direct interviews
with individual recipients of HCBS; 3) written surveys of residential and vocational provider agencies,
families, case managers and direct support staff; 4) telephone interviews with county MR/RC HCBS
coordinators; 5) meetings with representatives of stakeholder groups (MHC, ARRM, MNDACA, Legal
Aid, DHS-CSMD, Arc); and 6) document review. These methodologies along with the research
questions, description of the sample, access to the sample members, instrumentation, data analyses and
the limitations of the study are reviewed in this section below.

RESEARCH QUESTIONS

This study examined several broad research questions developed for the proposal submitted to the
DHS-CSMD and revised based on stakeholder advisory group input.
e  What are the demographic characteristics of HCBS recipients and how do their characteristics
_ differ from those of ICF-MR recipients?

s To what extent are basic health, monitoring and service needs of HCBS recipients met?

s Do recipients have adequate opportunities and quality of life?

s To what extent are providers of HCBS services providing high quality supports and services?

¢ 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?

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

_ &  What are issues of concern with the HCBS program"

Stakeholder Advisory Committee

A Stakeholder Advisory Committee (SAC) was created to assure that the evaluation attended to
the information needs, perspectives and concerns of the HCBS program’s various constituents. The SAC
consisted of 39 individuals representing a variety of organizations, agencies and stakeholder groups
including: DHS — CSMD; Governor’s Planning Council on Developmental Disabilities; the Disability
Law Center, the Arc, county social services, the Minnesota Ombudsman office, parents, consumers; the
Association of Residential Resources in Minnesota (ARRM), Minnesota Habilitation Coalition (MHC),
Minnesota Developmental Achievernent Centers Association (MNDACA), the STAR Program, and other
interested individuals. A complete listing of the Stakeholder Advisory Committee and their affiliations is
located in the acknowledgements section of this report.

The Stakeholder Advisory Committee served four primary functions for this study; 1) identifying
survey questions; 2) reviewing, editing and providing feedback on all instruments; 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 recommendations based
.on these results.

Sample
Individual HCBS Recipients Sample

The sampling strategy used in this study was intended to yield a representative sample of 500
current HCBS waiver recipients. The first step in the sampling process was to identify a representative




sample of counties. Minnesota’s 87 counties were stratified into three categories: Twin Cities
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 counties were selected and invited to participate in
the study. These include:

Four Twin Cities metropolitan area counties (Metro): Hennepin. Ramsey, Washington, Anoka;

Seven populous counties in greater Minnesoté urban (GM Urban): Blue Earth, Clay. Crow
Wing, Olmsted, Sherburne, Stearns, St. Louis;

And thirteen greater Minnesota rural counties (GM Rural): Becker, Carlton, Faribault,
LeSueur, Mahnomen, Martin, Meeker, Norman, Redwood, Steele, Stevens, Wabasha, Wantonwan.

Once counties were identified a sampling ratio of all HCBS recipients in each county type was
computed based on the proportion of all HCBS recipients in counties of each of the three county types.
An earlier plan to sample 700 HCBS recipients was reduced to 500 to meet project timelines. A sample
frame was then created to include all eligible HCBS recipients in the selected counties. HCBS recipients
in the sample frame 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 alive at the time the study sample was selected (screening document data includes people who
might have received HCBS in 1998/99 but who subsequently died). :

Table 1: Distribution of MN HCBS Waiver Participants in 1999 by County Type
County Number of HCBS % of HCBS Waiver Number of % of People
Type Waiver Participants Participants People in Sample in Sample
Twin Cities 2,930 44.7% 204 43%
GM Urban 1,281 19.6% : 84 18.6%
GM Rural 2,337 35.7% 182 38.4%
Total 6.548 100.0% _ 474 100%

Based on the sample frame membership and sampling rates, the sample distribution shown in
Table 1 was obtained. 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 receiving HCBS recipients in each of the three county
types. The over-sampling of HCBS recipients from ethnic and racial minority groups was done to ensure
that a sufficient number of ethnic and minority group members would be included in the sample to allow
reasonably reliable estimates of the experiences of HCBS recipients from Minnesota’s ethnic and racial
minorities. '

The final HCBS sample size is presented by county of financial responsibility of those HCBS
recipients included:




Table 2: County of Financial Responsibility for Sample Members
County N County N
Metro GM Rural
Anoka 24  Becker 13
Hennepin 126  Carlton 19
Ramsey 44  Faribault 22
Washington 10 Le Sueur . 26
GM Urban Mahnomen 5
Blue Earth - 1 Martin 20
Clay I3 Meeker 12
Crow Wing 10 Norman 3
Olmsted 13 Redwood 15
Sherburne 6 Stevens 6
Stearns 15  Steele 20
St. Louis 30 Wabasha 18
Watonwan 3
Total 474

Informal Consent to Participate

Access to information about the services received by a sampled individual depended on that
individual or his/her guardian providing informed consent to participate. Obtaining consent required the
involvement of each sample members’ county case manager. Until individuals provided consent to
participate they remained anonymous to the interviewers. Case managers were asked to verify 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
state guardianship the case managers themselves exercised the power of consent. A total of 20
individuals in the initial sample were removed because they were ineligible based on the criteria noted
earlier. For the others, once consent was obtained, case managers completed a “pre-interview form”
which provided information about where the person lived, their service providers and as applicable their
family member contact information.

Replacement of Sample Members Declining to Participate

When individuals or their legal guardians refused to participate, a replacement was randomly
selected from the same county type and sampling group (general or the minority over-sample).
Individuals who did not meet eligibility criteria were also replaced. Including replacements, requests for
consent were sought from 801 eligible people of whom 192 declined to consent (24%). This resulted in a
final sample of 608 individuals. From these 608 people informed consent forms and individual pre-
interview forms were completed and returned by case managers on 474 individual HCBS recipients
(78%). The guardianship status of individuals who were selected but who declined participation or who
did not respond to the invitation is shown on Table 3.




Table 3. Number of People that Declined to Participate
Did not respond

Guardianship Status Metro GMurban GM Rural Refused Total
Private guardian or conservator (adult) 37 20 22 109 188
Public guardian or conservator (adult) 23 6 2 18 49
No guardian needed (adult) 9 3 2 24 38
Parent is guardian (under 18) 6 8 3 : 33 50
Guardian ad litemn (under 18) 1 1
County is legal representative (under 18) 1 1
Total 73 37 29 186 327

Final Sample Members

Table 4 provides a summary of individuals participating in the study by guardianship status.
Participation rates (individuals participating divided by individuals participating plus individuals
declining to participate) ranged from 52.2% for adults with private guardians and 54.5% for children with
family members as guardians to 63.3% for persons who were their own guardian who were their own
guardian and 76.8% for people who had public guardians.

Table 4: Guardianship Status of Consumers Who Consented to Participate
Guardianship Status Metro GM Urban  Rural  Total
Private guardian or conservator 81 35 89 205
Public guardian or conservator 77 29 56 162
No guardian needed 17 10 15 42
Parent is guardian under 18 28 12 20 60
County is legal rep. under 18 "1 3 4
Guardian ad litem 1 1
Total 204 86 184 474

Table 5 compares selected characteristics of the 474 people who participated in the study with
characteristics of all HCBS recipients in Minnesota. In general, the sample was statistically equal to the
population. However, the sample included a higher proportion of females than the HCBS population as a
whole (47.9% and 41.9%) respectively. Minority group members were over represented in the sample by
design. (See Section B of this report for additional information on the characteristics of HCBS recipients
and sample members).




Table 5: Selected Demographic Characteristics of Sample Members

Characteristic HCBS Non-Sample Sample X'ISig.
N Percent N Percent

Region 1.42
Metro 2.930 44.7% 204 43.0%
GM Urban 1,281 19.6% 88 18.6%
GM Rural 2,337 35.7% 182 38.4%
Level of Mental Retardation 6.58
Related condition 213 3.3% 15 3.2%
Mild 2,189 33.4% 141 29.7%
Moderate 1,745 26.6% 141 29.7%
Severe 1,318 20.1% 91 19.2%
Profound 1,057 16.1% 86 18.1%
MR - not specified 26 0.4% 0 0.0%
Age group 55
0 to 5 years 43 0.7% 4 0.8%
6 to 17 years 752 11.5% 64 13.5%
18 to 39 years 3,012 46.0% 193 40.7%
40 to 64 years 2,320 35.4% 179 37.8%
65+ years 421 6.4% 34 7.2%
Gender
Male 3,804 58.1% 247 52.1% 6.49%
Female 2,744 41.9% 227 47.9%
Race/Ethnicity 10.1*
Black non-Hispanic 157 2.4% 17 3.6%
American Indian/Alaskan Native 92 1.4% 9 1.9%
Asian/Pacific Islander 43 0.7% 8 1.7%
Hispanic 36 0.6% 3 0.6%
White 6,212 95.0% 437 92.2%
White/Non-white
Non-white 328 5.0% 37 7.8% 7.56*
White 6.212 95.0% 437 92.2%

*p<.05,** p<.0l

Table 6 summarizes the average amounts allowed by the state for county expenditures for the
HCBS sample and population, and the average of actual payments in 1998 for the HCBS sample and
population. Again, none of these differences was statistically significant.

Table 6: Cost Comparison Sample vs. Non-Sample HCBS Recipients

Non-Sample HCBS Recipients  Sample Recipients F

Average Cost Allowable $48,650.40 $47.,460.70 1.14

Average Cost Paid $46,778.72 £48,009.26 .94

Case Manager Sample

A sample of 75 case managers was randomly drawn from among all case managers of HCBS
service recipients within the 24 sampled counties: 33 from metro counties, 15 from greater Minnesota
urban counties and 27 from rural counties in greater Minnesota. Fifty-two case managers responded to
the surveys. No attempts were made to replace case managers who did not return their surveys.
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State Data Sets

The Department of Human Services Division of Community Supports for Minnesotans with
Disabilities (CSMD) provided four existing data sets for this evaluation including:

Screening Document Files

The Minnesota screening document provided 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 files evaluated for this study contained the most recent screening
available as of April 1999.

Administrative Reports

Information from the HCFA Form 372 and Form 64 cost reports were used to compare
expenditures of HCBS and ICF-MR recipients, including expenditures for related Medicaid state plan
services. Information from the Qctober 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 expenditures and actual service
payments by FY 1995 and FY 1999.

HCBS Payment Files

Department of Human Services payment files were used to analyze payments for fiscal years 1997

and 1998. These data sets included:

+ Total costs of HCBS by county.

+ Costs of HCBS by procedure code for each service recipient.

¢ Tables summarizing authorized and paid expenditures for each HCBS service provider.

s Total cost per recipient, including information conversion/diversion status and resource allocation
grouping (1-4 or base for persons entering prior to FY 1996).

» Total cost per recipient by 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 about maltreatment reports that were received by the
investigations unit but after initial disposition were determined to not be maitreatment and either screened
out or referred to another agency. This data was used to summarize the types of maltreatment reports that
are screened out or referred to other agencies. Additional information obtained from a Department of
Human Services report related to summary information on the number and outcomes of maltreatment
reports that were referred for investigation and their final dispositions. DHS also provided information
about the number of direct support staff members who applied to work in licensed programs who were
disqualified based on background studies. Finally, another Department of Human Services report
identified the number of maltreatment reports made to common entry points (at the county level) in
Minnesota in 1998.
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Other Reports

DHS Waiting list report. Information regarding waiting lists for HCBS services was obtained
from a report called Home and Community Based Services for persons with mental retardation and
related conditions: A report to the Minnesota Legislature (October, 1999).

Recent wage studies conducted by ARRM and the MnHAB/MnDACA taskforce were used in
this study to compare DSS wage findings with other studies. These reports were entitled Workforce crisis
deepens: Caregivers need compensation increase and Minnesota Developmental Achievement Center
Association and Minnesota Habilitation Coalition 1999 Salary Survey: Results Metro versus Non Metro.

Instrumentation

Several survey instruments and interview protocols were developed as data collection tools for
this study. (Copies are available upon request, they are not included in the Appendices due to their
number and length).

Consumer Interview

The consumer interview protocol for the evaluation was specified by DHS-CSMD. The protocol
was developed by the Human Services Research Institute and the National Association of State Directors
of Developmental Disabilities Services for Core Indicators Project. The Core Indicators Consumer
Interview Project was piloted by the Human Services Research Institute to establish the reliability and
validity of the questions. Slight modifications to this protocol were made for the HCBS evaluation based
~ on suggestions of the Stakeholder Advisory Committee (SAC), but consisted only the addition of
questions to clarify the importance of certain items to individual HCBS recipients.

Additional survey instruments were developed by project staff in conjunction with the SAG.
These included an'individual case manager survey, 4 general case manager survey, residential and
vocational provider surveys, family surveys (in-home and out-of-home), and residential and vocational
direct support staff surveys. Instruments that had been used successfully in previous studies (e.g. 1992
HCBS Waiver evaluation, Performance Based Contracting project, Self-Determination Evaluation, the
Minnesota Longitudina! Study and the Minnesota Longitudinal Study of Newly Hired Direct Support
Staff Members) were used to identify established questions applicable to the HCBS evaluation. Sample
questions were reviewed by SAG members in small work groups to identify topical areas and specific
questions to include. Draft instruments were developed and then reviewed and edited by the SAG
members, other researchers and project staff.

An interview protocol for county HCBS Waiver Coordinators was developed based on an
instrument being used in a national evaluation of the Home and Community Based Services program.
This interview protocol was reviewed by county SAG members and substantial revisions were made.

The Stakeholder group interview protocol also was developed by project staff based on an
instrument that designed and piloted for the national evaluation of HCBS Program. This protocol was not
reviewed by members of the SAG.

Data Collection and Response Rates
Several methods were used to collect data from study participants. These methods included face-

to-face interviews, telephone interviews, group discussions and written surveys. Table 7 indicates the
response rates for each data collection method.
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Table 7: Response Rates

Surveys Return Rate
Declined to consent 186/801 23%
Did not respond to invitation 141/801 18%
Case manager returned pre-interview and consumer/guardian returned consent forms 474/801 59%
Individual Case Manager 468/474 99%
*Consumer Interviews 372/405 93%
Family 183/365 50%
Residential Site 184/309 60%
Vocational Site 82/163 50%
Residential DSS 151/618 24%
Vocational DSS 74/326 23%
General Case Manager 5275 69%
County HCBS Waiver Coordinator Interviews 21724 86%
Stakeholder Group . 100%

* Consumer interviews not conducted for children under age 18
Interviews With Individual Recipients

Interviews were completed for 377 adult recipients of HCBS Waiver services of the 405 adults
who consented to participate. This yields a response rate of 93%. These face-to-face interviews generally
were conducted at the persons home or at an aiternative location as requested by the individual.
Interviews were conducted by volunteers of staff from local Arc chapters throughout the state who
attended a training seminar on how to use the consumer interview protocol to conduct the interviews with
HCBS Waiver recipients. Additional training was provided upon request to interviewers who needed
additional information or needed additional support from U of MN project staff.

The interviews conducted with adult HCBS recipients included three sections. The first section
was completed by the house coordinator, program manager or a family member where the person lived.
This section contained background questions regarding personal, health, residence, and other supports.
The second section was a direct interview with the adult HCBS recipient. If the adult recipient was
unable to answer these questions, no proxy was used. This section asked about the person’s satisfaction
with his/her work or day program, access to friends and family, home, and services/supports coordination.
The third section could be completed by a direct interview with the recipient of services or with someone
who knew him/her well. In most cases the individuals family member or case manager identified who the
best proxy would be for the interview. This section obtained information about the individual’s inclusion
in the community, choices, rights and access to services, supports and family/friends.

Written surveys

Written surveys were mailed or hand delivered to family members, provider agencies, case
managers and direct support staff to obtain various perspectives on the type and quality of services and
supports provided to Minnesotans with mental retardation and related conditions who receive HCBS
Waiver services. The various survey instruments and response rates are described below (see Table 7 for
an overview).
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Family In- And Out-of-Home Surveys.

Surveys were mailed to the family members of participating sample members as identified by
their case manager on the pre-interview form. A total of 365 family members of both aduit and children
who receive HCBS services were sent the mail survey to complete. Additional copies of surveys were
sent to those families who had not responded by January 2000. A response rate of 50% was obtained. Of
the families who responded to the survey, 75.6% of the responses were from natural or adoptive parents,
17.2% of the responses were from siblings or other relatives, and 7.2% were from others. Of the 183
surveys returned 34 were from families whose member lived in their home while 149 were from families
whose member lived somewhere else. Families responded to questions about the quality of services their
family member received including: in-home services, out-of-home residential services, employment/day
services, county case management, transportation, specialized therapies, education, respite, crisis
behavioral supports, home and environmental adaptations and assistive technology.

Provider agency surveys. Provider surveys were mailed to 309 residential and 163 vocational
agencies that provided direct services to children and adults in the sample. These surveys collected
information about the specific services provided at the site (e.g. group home, apartment building, DTH
site). They were not intended to collect information about the entire agency. This design was requested
by the Stakeholder Advisory Group so that individual outcomes could be linked to specific service sites.
Information was collected regarding site characteristics, agency/organization characteristics,
transportation, health & safety, staffing patterns, pay, paid leave and benefits, staff recruitment and
retention, training practices, relationships with county and state, and general opinions about HCBS
services. :

Follow up phone calls were made by U of MN staff to each residential and vocational provider
agency who was sent a survey but had not returned it by October 1999. Replacement surveys were
mailed upon request. Additional calls and in-person contacts were made by U of MN staff to senior
administrators in several of the larger residential and vocational agencies included in the sample to
encourage these agencies to return surveys from the various sites from whom surveys had not been
returned. In February 2000, DHS-CSMD called the 10 largest provider agencies in the survey that had
multiple unreturned surveys. At this same time, the Institute on Community Integration modified the
provider survey by substantially shortening its length because many of the providers had indicated that
the length was the reason for not having completed the surveys. This shortened version was mailed to all
providers who had not yet returned their surveys. These efforts to increase the response rates
dramatically affected the number of surveys returned. In all, 182/309 residential surveys were returned (a
response rate of 59%) along with 80/163 (49%) vocational surveys.

Direct support staff member surveys. Direct support staff member (DSS) surveys were hand
delivered by the Arc consumer interviewer to the site where the consumer interview occurred. Surveys
were mailed to other sites in which sample adults received services and to all service agencies in which
sample children received services. Two DSS surveys were given to each site. The site supervisor was
instructed to invite the longest tenured and the most newly hired direct support staff member at each site
to participate. When more than one service recipient in the sample lived or received services at the same
site, the supervisor was instructed to have the second longest term and second most newly hired DSS
complete the survey and so on. The DSS survey collected information about the background and
characteristics of the DSS, job characteristics, service quality, job related outcomes, training experiences
and employment experiences. When follow up phone calls were made to the residential and vocational
site, if applicable, the supervisor was also reminded that the DSS surveys from that site needed to be
returned. When requested, additional copies of the DSS surveys were mailed to the sites. Of 618 DSS
surveys provided to residential sites, a total of 157 were returned {25%) and of the 326 DSS surveys
mailed to vocational sites, 71 were returned (22%). Because the “other” provider surveys were not
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included in the analyses for this evaluation project due to low response rates, the “other” DSS surveys
were also excluded.

Individual case manager surveys. Written surveys were mailed to the individual case managers
of every member in the sample. These surveys asked case managers about their relationship with
recipient, what services the recipient was receiving, their opinions about the adequacy and quality of the
services the recipient was receiving, the quantity and type of case management services provided, and
general questions about the quality and future of HCBS services. Individual calls were made to all case
managers when surveys had not been received by October 1999. Additionally, county MR/RC Waiver
Coordinators were given several reports as to the response rates of the case managers within their counties
and were asked to encourage case managers to return their individual case manager surveys. A total of
468 of 474 individual case manager surveys were returned for a response rate of 99%.

General case manager surveys. For a much smaller group of case managers, a general case
manager written survey was mailed. This survey was longer than the individual case manager survey and
asked questions related to the characteristics of people on the case managers caseload, the case managers
experience/training, the criteria for receiving HCBS services in their county, issues around access and
quality of services, limitations & barriers to effective HCBS services, direct support staffing issues, and
opinions about quality assurance systems in Minnesota. A total of 52 general case manager surveys were
returned out of a total of 75 (69%). Of those case managers,.45.1% were from Metro area counties,
21.6% were from Greater Minnesota Urban counties, and 33.3% were from Greater Minnesota Rural
counties.

Interviews with County HCBS Waiver Coordinators

Telephone interviews were completed with county coordinators of HCBS programs for persons
with MR/RC (responses were teceived from 21 of 24 counties, 87.5%). In some cases the MR/RC
Waiver coordinators chose to also include county planners, supervisors, case managers or financial
management staff in the interviews. The protocol developed for these interviews included questions
related to the following topical areas: program enrollment, provision of services, financing &
reimbursement, training and outreach, quality assurance, monitoring & evaluation, consumer choice,
general opinions and future direction HCBS Waiver services in the county. Responses to the interview
questions were transcribed.

Document Review

In addition to the many documents and data sources previdusly mentioned in this section, many

county MR/RC Waiver Coordinators provided critical documents related to their interviews (e.g.,
policies, procedures, outreach materials). DHS-CSMD also provided documents for review in this project
including:

»  QOctober 1999 Report to the Minnesota Legislature

»  Home and Community Based Services for Persons with Mental Retardation and Related
Conditions,
Comparison of Minnesota’s Home and Community Based Services Waivers,
Bulletin 00-56-2: DHS Announces Training on Consumer-Directed Community Supports,
Bulletin 00-56-3: Results of the MR/RC Case Management Survey for 2000.
An Independent Assessment of Minnesota’s Medicaid Home and Community Based Services
Waiver Program (1992),
e  Residential Services for Persons with Developmental Disabilities: Status and Trends through

1999 (2000).
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Stakeholder Group Meetings

Facilitated group discussions were conducted with key stakeholder groups including the
Minnesota Habilitation Coalition (MHC), Association of Residential Resources in Minnesota (ARRM),
Minnesota Developmental Achicvement Center Association (MNDACA), Minnesota Legal Aid,
Minnesota Department of Human Services - Community Supports for Minnesotans with Disabilities
Division, and Arc MN. These facilitated discussions focused on topics related to HCBS administration
and outcomes including eligibility for service access to service, types of services offered and received,
quality assurance and monitoring, consumer direction, barriers to service delivery and recommended
future directions of Minnesota’s HCBS program.

Data Analyses

Methods Used

Quantitative data 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 most common statistical analyses included: descriptive statistics (means, standard
deviations), chi square, t-tests, one-way analysis of variance, correlations and multiple regression.
Responses to open ended questions in the surveys and interviews were entered into data base software
packages, coded and then analyzed to identify themes and patterns. MR/RC Waiver Coordinator
responses were analyzed separalely by two researchers. Independent summaries of outcomes were
reviewed for common themes in an effort to ensure reliability of findings.

A Note for Non-Statisticians

Many of the results of this study were tested to find out if different groups (for example children
vs. adults, or residential vs. vocational supports) had significantly different experiences in Minnesota’s
HCBS program. Several different statistical tests were used to determine whether differences between the
groups were larger than would be expected solely by chance. When you read the tables you will find the
symbols “F” or “X*” in some columns. The numbers under that heading tell the results of the statistical
test. To understand those number, look for a “*”, *“**7_ or *“***” after the number. If no star appears, the
differences between the groups could have reasonably been explained by chance or random differences
and the groups are not considered to be different. If “*” appears, the group scores are so different that the
differences between them would have happened by chance only 5 times out of 100. If ***” appears, the
groups are so different that those differences would have happened by chance only one time in 100. If
ek appears, the groups are so different that the differences would have been happened by chance only
one time in one thousand. If “*7, “¥# gp “¥%4” appear, the text will describe that difference by reporting
that the differences between groups are “statistically significant.” Also, under each table or within each
table you will see an “N,” this indicates the total number of people answering a particular question. When
a “mean” is listed it means average and when “range” is noted it means the variation in the reporting of
that finding from the lowest number or percentage reported to the highest reported.

Strengths and Limitations of the Evaluation Design and Outcomes

Several strengths and limitations of the evaluation design, its implementation and cutcomes
should be noted.
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Strengths

Among the strengths of this evaluation study are:

The data sets used to identify recipient characteristics and costs and utilization of HCBS services
include all people with MR/RC receiving HCBS services. These data sources have no sampling error
or biases. ' .

The over-sampling of HCBS recipients from ethnic and racial minority groups permits analysis that
would suffer from limited representation had *“normal proportions” been sampled.

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

This study with 468 case managers, 372 consumers, 183 families, 184 residential site supervisors and
151 residential DSPs represents one of the largest studies of its kind ever conducted and provides a
robust source of information about Minnesota's HCBS waiver program.

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.

Perspectives of varied and knowledgeable informants (HCBS recipients, family members, case
managers, residential providers, vocational providers, direct support staff members, county HCBS
Waiver Coordinators, and a wide array of stakeholder groups) provided comprehensive attention to
important aspects of the HCBS program.

The response rates for consumer interviews, individual case manager and general case managers
surveys were sufficiently high to feel confident about the representativeness of the respondents.

Key instruments in the evaluation have extensive tests for reliability and validity as part of the multi-
state Core Indicators Project. .

DHS and CSMD provided access to a wealth of information about the HCBS system and its outcomes
allowing a more comprehensive evaluation than has ever been conducted in Minnesota on this topic.

Limitations

Limitations and potential threats to the reliability and validity of the data collection include:
The response rates for certain surveys was not as high as was desired. The timelines on the project
limited opportunities to conduct an adequate program of follow-up of late and non-respondents for
certain surveys. Limited resources precluded providing incentives for completing the surveys and
interviews. Among those notable affected were the provider, direct support staff and family surveys.
The sample size for the general case manager survey is also somewhat smaller (52) than would be
desired. Thus the reader should be cautioned that the returned surveys in certain categories may not
be representative of the total populations being surveyed (especially providers, families receiving in-
home supports or direct support staff members). This may limit the generalizability of some findings.
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 to gain their consent
(or that of their guardians and family members) affected the rate of participation and possibility the
representatives of those who did participate.
Because of time constraints, some survey questions were not pilot tested prior to their use in the
evaluation. Although efforts were made to develop guestious 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.

17




PART III: FINDINGS
A. Home and Community Based Services Use and Expansion

Program Expansion in Minnesota

Today a large majority of Minnesotans with mental retardation and related conditions (MR/RC)
who receive Medicaid-financed long-term care do so through the Medicaid Home and Community Based
Services (HCBS) program. That has not long been the case. It was not until the mid-1990s that
Minnesota’s HCBS recipients equaled in number residents of ICFs-MR, and not until 1995 that it
exceeded the number of people who received ICF-MR services.

Minnesota’s commitment to maximizing Medicaid-financing. Prior to the creation of the HCBS
program in 1981, and Minnesota’s entry into the program in 1984, Minnesota had become more heavily
invested in Medicaid ICF-MR financing than any other state relative to overall state population. That
investment began in the early 1970’s shortly after Congress enacted the Medicaid ICF-MR program in

Figure Al: MN's Residential Service System 1977- 1999

8,000-
6,000-
4,000
2,000
0=
1977 1982 1987 1992 1997 1999
CICF-MR Large (16+) | 4,251 4,487 3,702 2,618 1,331 1,056
[JICF-MR Small (4-15) | 1,052 2,412 2,847 2,584 2,273 2,045
W HCBS Waiver 0 0 1,423 2,890 5,422 7,102

1971. By June 1977, Minnesota had 154 ICF-MR certified facilities (including its 7 ICF-MR certified
state institutions) with a total of 5,303 people receiving ICF-MR financed services. More than one in four
of all ICFs-MR in the United States in June 1977 were in Minnesota. By June 1982, the number of ICFs-
MR in Minnesota had again doubled (to 310 facilities) with a total of 6,899 ICF-MR residents. This
concentration of ICFs-MR in Minnesota was part of a general effort to maximize Medicaid financing of
all long-term care services for persons with MR/RC.

The Medicaid HCBS alternative to ICF-MR placement to persons with MR/RC was created by
Congress in August 1981. In 1984, Minnesota began providing HCBS services. In the early development
of HCBS services Minnesota was simultaneously increasing the number of small ICF-MR sites and
downsizing or closing larger ICF-MR institutions. In the late 1980’s, the Minnesota Legislature and
Department of Humnan Services began to aggressively pursue the HCBS option as an alternative to ICFs-
MR to finance newly developing community services. As a result, by June 1992, the total number of
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ICF-MR residents had decreased to 5,202. For the first time in June 1992, the number of HCBS
. recipients in Minnesota (2,890) surpassed the number of people living in small (4-15 person) ICF-MR
settings (2,584) (Prouty & Lakin, 2000).

Table Al; Medicaid Long-Term Care Program Use in Minnesota, June 1977- June 1999

Year Small (4-15) Large Private Large State (16+) HCBS Total
ICF-MR (16+) ICF-MR ICF-MR Waiver
1977 1,052 1,724 2,527 0 5,303
1982 2412 2,070 2,417 0 6,899
1987 2,847 2,049 1,653 1,423 7,972
1992 2,584 1,585 1,033 2,890 8,092
1996 2,406 1,075 345 5422 9,248
1999 2,045 984 72 7.102 10,203

Since 1992, Minnesota’s use of Medicaid programs to finance long-term care services has rapidly
and substantially changed. In 1995, Minnesota passed the milestone of HCBS recipients (4.897)
exceeding the total number of ICF-MR recipients (4,445). By June 1999, HCBS recipients had increased
to 70% of the combined ICF-MR (3,101) and HCBS (7,102) recipients. Between 1992 and 1999,
Minnesota not only dramatically decreased its numbers of individuals living in large ICFs-MR from 2,618
residents to 1,056 residents (a decline of 60%), it also decreased the number of residents of smaller ICFs-
MR from 2,584 to 2,045 (a decline of 21%) (Prouty & Lakin, 2000).

Comparison of Residential Setting by Age for HCBS Recipients

The HCBS program in Minnesota is very different for young recipients than for adults. As Figure
A2 shows, the majority of children live with family members and receive HCBS supports in their family
homes. However, by the age of 18, the residential services shift from primarily family based services to
primarily corporate foster care based services. For adults the vast majority of HCBS recipients receiving
HCBS supports live in corporate foster care settings.

Figure A2 also shows the age distribution of HCBS participants. The vast majority of HCBS
recipients are 23 to 60 years old. Children and young adults are the next largest group, with those 61
years and older comprising the smallest group of recipients.
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Figure A2 HCBS Recipients in Various Residential
Arrangements by Age
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Comparison of ICF-MR and HCBS Use with Other States

ICF-MR ase. Compared with other states Minnesota began early and has remained a high user
of Medicaid long-term care programs for persons with MR/RC. Although Minnesota reduced ICF-MR
residents by 55% between June 1986 and June 1999 (from 6,852 to 3,101 residents), Minnesota remains a
relatively high user of ICF-MR services. In June 1999, Minnesota’s 42.8 residents of community ICF-
MR per 100,000 of the state population was nearly three times the national average of 15.6 (Prouty &
Lakin, 2000). In recent years Minnesota has, like the nation as a whole, begun to reduce its use of ICFs-
MR to provide community residential services. In fact, Minnesota has done so at twice the rate as the
U.S. as a whole. In the five years between June 1994 and June 1999, Minnesota reduced its number
residents in small ICF-MR settings by 630 persons (23.6%). During those years, the number of residents
of small ICF-MR nationally declined by 5,726 (11.8%). Despite its higher than average reductions,
Minnesota remained in 1999 the fifth highest state (including the District of Columbia which was highest)
user of ICF-MR financed community services. ' '

HCBS use. Minnesota steadily increased the number and proportion of Medicaid long-term care

recipients with MR/RC who receive HCBS funded supports. Nationally, the MR/RC HCBS program,
“which grew by an average of about 6,000 recipients per year in its first 10 years, grew by an average of

nearly 29,000 recipients per year in the 7 years between 1992 and 1999. Minnesota’s program growth
between 1992 and 1999 was substantial (increasing from 2,890 to 7,102 recipients), but still substantially
less than the national average (146% as compared with 321%). In June 1999, Minnesota ranked at the
75th percentile nationally in its number of HCBS recipients per 100,000 of state population. Its rate of
HCBS participation (148.7 recipients per 100,000) was 54% above the national average (96.3), but was
quite similar to the rates of neighboring upper Midwest states of similar size (Iowa, 143.5; Wisconsin,
159.5), and substantially less than its smaller neighbors (North Dakota, 295.7; and South Dakota, 268.9).

The types of places in which Minnesota’s HCBS recipients live vary somewhat from the national
tendencies (Prouty & Lakin, 2000). In June 1998, based on reports from 42 states, an estimated 41.2% of
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HCBS recipients nationwide lived in residential settings that were owned, rented or managed by the
agency that provided residential supports to the HCBS recipients. This compared with 73.6% in
Minnesota (Prouty & Lakin. 2000). Nationwide, an estimated 33.6% of HCBS recipients lived with
members of their own family, as compared with 15.4% in Minnesota (Prouty & Lakin, 2000). Minnesota
ranked below the national average in the proportion of HCBS recipients living in homes that they
themselves rented or owned in their own names (15.0% nationally, 4.9% in Minnesota) (Prouty & Lakin,
2000). Minnesota’s use of family care in which people with MR/RC live in the home of the people who
provide them direct support (i.e., in the manner of traditional “foster care™) was similar to the national
average (6.1% in Minnesota, 8.2% nationally).

Comparisons of Minnesota’s ICF-MR and HCBS Users

The individual records in the Minnesota Screening Document File provide information on a range
of characteristics of persons receiving Medicaid long-term care services in Minnesota. This section
provides an overview of various characteristics of HCBS recipients and when possible compares these to
ICFs/MR residents.

Proportion of all long-term care recipients in different settings. Table B2 presents the
distribution of all Minnesota long-term care recipients, including ICF-MR, HCBS Supported Living
Service (SLS) recipients, and non-SLS recipients by age, level of intellectual disability, race/ethnicity and
presence of challenging behavior. SLS is a service that provides comprehensive set of residential '
supervision, training and other assistance (see definitions in Appendix B) and is almost always (about
87% of the time) provided in a group setting operated by an HCBS provider organization.

21




Table A2: Distribution of HCBS and ICF-MR Program Participants in 1999 by Type of Residence
and Selected Characteristics

Type of Residence
Characteristic ICF-MR HCBS ICFs-MR &
SLS Non-SLS HCBS Total HCBS Total
N % N % N Yo N % N %o
Age
Children (0-17 75 8.3% 207 22.9% 623 68.8% 830 91.7% 905 100.0%
yrs.)
Adults {18+ years) 3269 34.6% 5638 59.6% 554  59% 6192 65.4% 9461 100.0%
Total 3344 323% 5845 56.4% 1177 11.4% 7022 67.7% 10366 100.0%
Level of MR
None (related 29  18.5% 12 7.6% 116 73.9% 128 81.5% 157  100.0%
condition)
Mild 613 20.8% 2001  68.0% 320 112% 2330 79.2% 2943 100.0%
Moderate 720 27.6% 1500 57.6% 386 14.8% 1886 72.4% 2606 100.0%
Severe 865 38.0% 1190 52.3% 219 9.6% 1409 62.0% 2274  100.0%
Profound 1116  49.4% 1041 46.1% 102 4.5% 1143  50.6% 2259 100.0%
Unspecified 1 37% 1 37% 25 92.6% 26 96.3% 27  100.0%
Challenging Behavior '
Severe Property 304 29.3% 585 5364% 148  14.3% 733 70.7% 1037  100.0%
Destruction
Severe Physical 414 29.7% 778 558% 202 145% 980 70.3% 1394  100.0%
Aggression
Race/Ethnicity
White, Non-Hisp. 3204 325% 5589 56.7% 1060 10.8% 6649 67.5% 9853 100.0%
Black, Non-Hisp. 69 284% 117 48.1% 57 23.5% 174 71.6% 243 100.0%
Native American _ 36 26.3% 82 599% 19 13.9% 101 73.7% 137 100.0%
Asian/Pacific Isl. 17 25.0% 29 42.6% 22 324% 51 75.0% 68 100.0%
Hispanic 9 18.8% 26 542% 13 27.1% 39 81.2% 48 100.0%

Children are rarely placed in ICFs-MR. Only 8.3% of children (0-17 years) receiving long-term
care services in Minnesota live in ICFs-MR. Only 24.9% of children receiving HCBS financed services
live in supported living service settings. The remaining children receiving HCBS financed services live
with their own or a foster family.

HCBS recipients, on average, have less serious intellectual disabilities than ICF-MR
recipients. Of the 2,943 Minnesotans with mild mental retardation receiving either ICF-MR or HCBS
funded supports (28.4% of all long-term care recipients), only 20.8% were ICF-MR residents; 79.2%
were HCBS recipients. In contrast, of the 1,143 long-term care users (ICF-MR or HCBS) with profound
mental retardation, 49.4% were in ICFs-MR and 50.6% received HCBS. Only 3.2% of HCBS recipients
were screened as eligible based on a related condition alone.

Persons exhibiting severe challenging behavior were more likely to be HCBS recipients than .
ICF-MR residents. Minnesota’s ICF-MR program supported 304 people who exhibited severe property
destruction and 414 people who exhibited severe physical aggression. The HCBS program supported 733
persons who exhibited severe property destruction and 980 people who exhibited severe physical
aggression (more than twice the number as the ICF-MR program). Furthermore, persons receiving HCBS
funded supports were more likely to exhibit severe or very severe property destruction (10.4%) than were
ICF-MR residents (9.1%). Likewise, persons receiving HCBS funded supports were more likely to
exhibit severe or very severe physical aggression (14.0%) than were ICF-MR residents (12.4%).
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White, non-Hispanic persons have higher levels of placement in ICFs-MR than members of
other racial/ethnic groups. Nearly one-third (32.5%) of whites in combined ICFs-MR or HCBS
programs in 1998 lived in ICFs-MR. This compared with 28.4% of black non-Hispanics, 26.3% of
Native Americans, 25.0% of Asian-Americans and 18.8% of Hispanics. Members of non-white, non-
Hispanic groups were particularly more likely to be served in HCBS settings other than SLS (10.8% of
whites, 23.5% of Blacks, 27.1% of Hispanics, and 32.4% of Asians). Based on screening documents, the
vast majority (70.9%) of non-SLS, HCBS-financed services are delivered in the individual's family home
(parents or extended family).

Differences Between ICF-MR and HCBS Recipients

Health and Medical Status. While the majority of people with various health needs now receive
supports funded by the HCBS program, there continue to be some differences in the profile of health
characteristics for ICF-MR residents versus HCBS recipients (see Table B3). A higher proportion of
ICF-MR residents require on-site medical attention or have current seizure activity (controlled or
unconsrolled) than HCBS recipients. ICF-MR residents are more likely than HCBS recipients to have
vision or hearing impairments, and to have motor impairments requiring assistance. Likewise, more ICF-
MR residents are unable to walk than HCBS recipients. Finally, a higher proportion of ICF-MR residents
than HCBS recipients are unable to speak and/or cannot comprehend spoken language, and a lower
proportion of ICF-MR residents are capably of self-preservation.

Table A3: Health Characteristics of HCBS and ICF-MR Recipients (Screening Document)

Characteristic ICF-MR HCBS Total
Total N 3,344 7,022 10,366
Medical Status

Needs on-site medical attention . 21.0 132 15.7
Current controlled or uncontrolled seizures 7 29.0 24.2 25.7
Sensory Impairments '
Vision impairment — not correctable 250 217 22.7
Hearing impairment — not correctable 6.2 4.5 5.0
Physical Impairments .

Cannot walk - 19.6 13.9 84.2
Motor impairment requiring assistance 43.0 36.7 385
Communication

No intelligible speech 477 323 37.0
Little or no comprehension of speech 26.8 18.7 21.1
Self-Preservation '

Not capable of self-preservation 59.3 47.8 514

Functional Limitations and Challenging Behavior. As was true for health limitations, while
more people receiving supports funded by the HCBS program have limitations in various independent
living skills, a higher proportion of ICF-MR residents have those needs (See Table B4). Specifically, a
higher propartion of ICF-MR residents than HCBS recipients require assistance with self-care, leisure
skills, household management, community living skills and money management.
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Table A4: Support Neeﬂs for HCBS and ICF-MR Recipients (Screening Document)

ICF-MR HCBS Total
Number of people 3,344 7,022 10,366
Level of Support
24 hour awake supervision 58.7 24.2 349
Independent Living Skills (Participates only with assistance/Unable to participate)
Self-care 46.2 34.0 37.7
Leisure skills 529 40.1 44.1
Household management 579 452 49.2
Community living skills 71.7 58.3 62.5
Money management 83.7 735 76.8
Challenging Behavior (Severe or very severe)
Temper outbursts 16.3 17.4 17.0
Physical aggression 12.8 14.0 13.6
Verbal/gestural aggression 11.9 13.5 13.0
Injurious to self , 11.8 10.6 11.0
Property destruction 93 10.5 10.1
Other challenging behavior 9.9 9.5 6.7
Runs away 4.7 5.6 53
Inappropriate sexual behavior 4.9 52 52
Eats non-nutritive substances 4.6 3.5 3.8
Breaks laws 1.8 2.1 2.0

Interestingly, given the ongoing debate over the relative ability of the HCBS program to support
persons with serious challenging behavior, people in the HCBS program are proportionately more likely
than those living in ICFs-MR to engage in temper outbursts, physical aggression, verbal or gestural
aggression, property destruction, “other” challenging behaviors, running away, inappropriate sexual
behavior and law breaking behavior. While the HCBS program supports more individuals who engage in
serious or very serious self-injurious behavior, and eating non-nutritive substances, a higher proportion of
ICF-MR residents engage in these behaviors.

- Service Access for Persons from Racial/Ethnic Groups
Access to Services Relative to Proportion of Population

Table B5 compares the proportions of racial/ethnic group members within the service recipient
populations of the ICF-MR and HCBS programs with their proportions within the general population of
Minnesota. It was estimated by the U.S. Census Bureau that white non-Hispanics make up an estimated
90.8% of Minnesota’s population in 1998 (Statistical Abstract of the United States, 1999). Their
representation of 95.2% within the combined HCBS and ICF-MR populations (94.8% of HCBS, 96.1% of
ICF-MR) was considerably greater than their expected level based on the general population in
Minnesota. Put another way, based solely on proportion within the general population of Minnesota it
would be expected that 9,415 white non-Hispanics would have been among the 10,366 HCBS and ICF-
MR participants in the Screening Document file, but instead there were 9,853.
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Table AS: Race/Ethnicity of Minnesota’s Population and HCBS and ICF-MR Program

Participants 1998
Distribution of Minnesota Citizens = White Black Hispanic Asian/ Native | Total
Non- Non- Pacific Amer.
Hispanic Hispanic Islander
HCBS Recipients Number 6,649 174 39 51 101 7.014
% of total 94.80% 2.48% 0.55% 0.73% 1.44% | 100.00%
ICF-MR Residents Number 3,204 69 9 17 36 3.335
% of total 96.07% 2.07% 0.27% 051% 1.08% | 100.00%
Total HCBS & ICF-MR  Number 9,853 243 48 68 137 10,349
% of total 95.21% 2.35% 0.46% 0.66% 1.32% | 100.00%
All Minnesotans Number 4,387,000 152,000 95,000 135,000 61,000 | 4,830,000
% of total 90.83% 3.15% 1.97% 2.80% 1.26% | 100.00%

Source: Statistical Abstract of the United States, 1999 (1998 data) & Screening Documents

Native Americans were represented within the combined HCBS and ICF-MR populations at
proportions expected from their presence in the general population (1.32% and 1.26%, respectively).
Other racial/ethnic minorities were substantially underrepresented in both the HCBS and ICF-MR
programs. Black, non-Hispanics made up an estimated 3.15% of Minnesota’s population, but only 2.35%
of people with MR/RC receiving long-term care services. Asians and Pacific Islanders made up an
estimated 2.80% of Minnesota’s population and only .66% of long-term care recipients and Hispanics
made up 1.97% of Minnesota’s population, but only .46% of HCBS/ICF-MR long-term care recipients.
White non-Hispanics were the only group with higher proportional representation in ICF-MR than in
HCBS populations. Some small part of these differences between white non-Hispanic and other
Minnesotans in overall access to services and to use of institutional (ICF-MR) services may be
attributable to the slightly higher proportion of adults among white, non-Hispanic as compared with
minority populations of Minnesota and the great preponderance of adults (91%) among HCBS and ICF-
MR recipients. However, the total difference is not explained by the disproportionate number of older
people in HCBS and ICF-MR settings. ' '

Changes in Service Access for Racial/Ethnic Minorities since 1990

At the time of Minnesota’s last independent evaluation of its Medicaid HCBS program in 1991
(Lakin, Hayden, Burwell & Jackson, 1992), lower rates of HCBS participation among persons from
racial/ethnic minorities were noted. It was recommended in that evaluation that more concerted outreach
be undertaken to assure knowledge of and increased access to the HCBS program for Minnesotans from
racial/ethnic minorities.

Table B6 presents a comparison of the proportion of Minnesota’s total population made up of
persons from different racial/ethmic groups in 1990 and 1999 and the proportions of HCBS recipients
from the same groups. As shown between 1990 and 1999 Minnesota was successful in increasing the
proportion of HCBS recipients from each of the majority racial/ethnic minority groups. Between 1990
and 1999, HCBS recipients from minority groups increased from 3.4% to 5.2% of all HCBS recipients.
However, as this occurred persons from minority groups (other than white non-Hispanics) increased even
more rapidly from 6.3% to 9.2% of Minnesota’s population. The U.S. Bureau of Census projects that on
July 1, 2005, persons from minority groups will make up 10.5% of Minnesota’s populations (Statistical
Abstract of the U.S., 1999), '
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Table A6: Proportion of All Minnesotans and HCBS Recipients By Race/ Ethnicity, 1990 and 1998

Year White Black Hispanic Asian/ Native Am./
Non-Hispanic  Non-Hispanic Pacific Isl.  Alaskan Native
All 1990 93.7 22 1.2 - 1.8 ' 1.1
Minnesotans 1998 90.8 3.1 2.0 2.8 1.3
HCBS 1990 96.6 1.6 0.4 0.5 0.9
Recipients 1998 94.8 2.5 0.5 0.7 1.4

Age Related Differences Among HCBS Recipients

Differences in support needs based on age. Participants in the HCBS program have a wide
range of support needs. Several items on the screening document provide broad indicators of those
support needs. One of those broad indicators is the DTH service level rating. Overall, 23.9% of HCBS
participants are categorized as needing minimal supports, 58.5% are categorized as needing moderate
supports, and 17.6% are classified as needing intensive supports. To be classified as needing intensive
supports a person must require on a daily basis total care and monitoring or constant hand-over-hand
physical guidance to successfully complete at Jeast three of the following activities (toileting,
communicating basic needs, eating or ambulating) or must assault others, be self-injurious or manifest
severe dysfunctional behaviors at a documented level of frequency, intensity or duration requiring
frequent daily ongoing intervention and monitoring as established in an approved behavior management
program. As Figure B2 shows, the proportion of individuals who require more intensive supports
increases with age. The proportion of HCBS recipients rated as needing intensive supports grew from
25.5% in ages 20-39 to 30.8% in ages 60+.

Figure A3 DTH Service Level by Age
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Other indicators that support needs increase with age include the increasing proportion of HCBS
recipients who need 24 hour awake support, and the increasing proportion of individuals who are unable
to participate or who participate only with assistance in independent living skills. Among adults, people
ages 60 and older are more likely to participate only with assistance or are unable to participate in various
skills of independent living. Some stakeholder groups suggested that one of the biggest challenges they
are facing is that HCBS recipients are aging and that their needs are increasing as a result. They report
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that funding levels for those individuals were established when they were younger and have not been

adjusted to reflect their increased needs.

Table A7: Support Needs of HCBS Recipients of Different Ages (Screening Document)

Agein Years

Characteristic 0-19 __ 20-39 ____ 40-59 60 + Total
Number of people 1,076 2,992 2,250 704 7,022
Level of Support

24 hour plan of care 86.1 79.2 68.6 68.2 75.7%
24 hour awake supervision 13.9 208 314 31.8 24.3%
Independent Living Skills (Participates only with Assistance/Unable to participate)

Self-care - . 53.4 270 324 39.8 34.0%
Leisure skills 57.4 33.1 40.3 43.2 40.2%
Household management 67.6 36.2 44.3 53.0 45.2%
Community living skills : 79.5 50.3 57.6 62.7 58.4%
Money management 85.9 66.7 74.9 79.1 73.5%

Differences in specific support needs of HCBS recipients based on age and race. Differences
by age and race in the proportion of HCBS recipients with various support needs identified in their

screening documents is shown on Table B8. Of the services needed as specified on the screening

document, the most common needed services overall were transportation arranged by staff members
(94%), specialized medical services (80% for recipients from racially or ethnically diverse groups, and

77% for white recipients), programs to address excess behavior (69% and 66%), and speech or

communication training (65% and 57%). Fewer but still substantial proportion of recipients had service
plans for occupational therapy (57% and 46%), mental health services (48% and 43%}, and physical

therapy (38% and 36%).
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Table A8: Percent of HCBS Recipients with Specific Support Needs: Differences by
Age and Race (Screening Document)
N . Age

Services in the Service Plan 019 yrs 2039 30-59 60+ Total
Non-White N 119 168 67 11 365
Transportation arranged by staff 95.0 91.7 95.5 100.0 93.7
Specialized medical services 824 76.8 85.1 81.8 80.3
Program to address excess behavior 73.1 65.5 74.6 54.5 69.3
Speech or communication training 83.2 56.5 58.2 36.4 64.9
Occupational therapy 75.6 46.4 522 36.4 56.7
Mental health services 36.1 54.8 56.7 273 48.2
Physical therapy 49.6 321 35.8 27.3 384
Other support services 4.2 8.9 7.5 0.0 6.8
Early intervention services 11.8 (.6 0.0 0.0 4.1
White N 954 2,820 2,182 693 6,649
Transportation arranged by staff 96.0 93.1 94.3 95.4 94.1
Specialized medical services 86.4 73.0 71.5 82.0 71.3
Program to address excess behavior 70.9 64.8 66.6 61.8 65.9
Speech or communication training 86.2 52.7 553 43.4 57.4
Occupational therapy 75.7 39.9 42.5 37.2 45.6
Mental health services 33.1 44.5 45.6 40.5 42.8
Physical therapy 53.0 30.6 352 39.7 36.3
Other support services 5.2 4.5 6.5 4.6 53
Early intervention services 4.9 0.4 0.4 0.6 1.1

Across all of these-services, recipients from racially or ethnically diverse groups were more likely to
report needing the listed services than were white recipients. Significant exceptions were found among
recipients ages birth to 19 years where white children were more likely to need specialized medical
services, speech or communication training and physical therapy. Among people ages 20 to 39 years
white young adults were more likely to need transportation services. Among adults 60 years and older,
white recipients were more likely to need all of the services except transportation. However, since only
11 HCBS recipients over 60 years were from racially or ethnically diverse groups, differences lack
practical significance in this age group.

Discussion

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

Key findings
» In 1999, nationally, 41.2% of HCBS recipients lived in homes that were owned, rented or managed
by an agency that provided residential 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 ICF-MR residents and 94.8% of HCBS recipients.
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« Between 1992 and 1999 the proportion of Minnesotans from non-white, non-Hispanic racial or
ethnic groups grew faster than the proportion of ICF-MR residents and HCBS recipients in those

groups.
»  Between 1992 and 1999, Minnesota reduced the number of people in state operated large ICF-MR
settings from 1,033 to 72.

»  Ofthe 3,101 ICF-MR residents in 1999, 34% lived with 16 or more other people.

« . Of the 3,101 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 profound
intellectual disabilities.

»  While more people with various health-related and other support needs now receive HCBS funded
supports than live in ICF-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 a higher proportion of such individuais 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 proportionately more likely than younger aduits
to report needing assistance 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, but 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 total ICF-MR residents (3,604)
and HCBS recipients (6,097). By June 1999, HCBS recipients had increased 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 small (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.
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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 HCBS recipients who live with family
members is 33.6% compared to 15.4% in Minnesota. Additionally, nationally an estimated 15% of HCBS
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 enroliment of people
from ethnic and racial minority groups, will not close the gap between majority and minority populations
having 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 Minnesota, the HCBS program serves more people at each level of intellectual disability than
the TCF-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 individuals with more extensive support needs while
maintaining the total cost of services under a county’s aliowable total expenditures. An effort was made
to address this concern in 1995 with the implementation of the Waiver Allocation Structure which added
more resources to a county’s altowable 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 to receive
HCBS funded supports (rather than ICF-MR services) than are persons with mild or moderate intellectual
disabilities.

B. Access to Services

The utilization and costs of HCBS services section of this report (Section J) provides information
about access to the HCBS Waiver program statewide and describes differences in access by region,
personal characteristics and service type. This section describes issues related to waiting lists and access
to services and supports for current HCBS recipients.

Waiting lists

Who is waiting for HCBS services and supports? In October 1999, DHS-CSMD authored a
report to the legislature that included information about people in Minnesota who were waiting for HCBS
Waiver services (DSH-CSMD, 1999). That document included information about the total number of
people waiting for HCBS services, the ages and current residences of those waiting, the urgency of need
for Waiver funded services, and what services people were waiting for. A total of 4,321 individuals were
waiting for HCBS services at the time of the report. The vast majority of individuals waiting for HCBS
services are currently living in their family home (N = 2,766). Other large groups waiting for HCBS
services are persons living in ICF-MR settings (N = 727), and individuals living in family foster care (N =
318). Overall, 2,482 children and young adults ages 0-22 years, 1,119 people ages 23 to 39, 589 people
ages 40 to 59 years, and 131 people 60 or older are waiting for HCBS Waiver funded services.

How urgent is the need for Waiver funded services? Beginning on April 1, 1999, the DHS-
CSMD began collecting information about how soon HCBS services were needed for those individuals
who were on the waiting list for HCBS services. Of 1,340 people who had been screened by October 29,
1999, 57% were requesting or needing services within the next 12 months, 25% within 13 to 36 months,

30




and 18% after more than 36 months. Those who needed services within the next 12 months included 537
living with their families, 119 living in ICF-MR settings, 42 living in family foster care, and 67 people
living in other types of settings.

What services are needed? People are currently waiting for a variety of services. Not
surprisingly, given that most of those waiting are children living with their families, in-home family
support (2,149 are waiting) and respite care (1,989) are the most common supports needed. However,
many were waiting for supported living services (1,840). More than 500 people were waiting for
environmental adaptations (1,572), assistive technology (935), specialist services (829), caregiver training
and education (748), personal support (580}, or crisis respite services (514). The report noted that the
state had responded to the number of people reportedly waiting for assistive devices by informing county
staff about other funding mechanisms that could be used to pay for assistive technology (e.g.,
augmentative and alternative communication devices can be purchased directly through MA state plan
services). A variety of other administrative actions were taken to address waiting list issues. Three
actions were authorized by the legislature in 1999 to address the waiting lists:

» Increased diversion allocations to be distributed by 100 per year.

¢  Create additional HCBS Waiver allocations within the current budget if ICF-MR closure activity
is lower than projected.

¢ Developing criteria by which county agencies may receive MA administrative reimbursement for
identified activities.

The DHS-CSMD added consumer-directed community support services (CDCS) as an optional
HCBS funded service. Seven counties have memorandums of understanding to provide this service.
While access to CDCS is very limited, the Department reports that it is providing technical assistance on
how services can be shaped to meet personal needs and preferences, support natural relationships, create
longstanding community infrastructures, and avoid use of institutional care in the first five counties to
offer this service.

HCBS Waiver Coordinator Perspectives on Access to the HCBS Program

Selecting HCBS participants. Overwhelmingly counties report a “priority based” system for
selecting new HCBS participants meaning that they give priority to certain individuals on the waiting list
based on certain circumstances. However, the counties varied regarding which people were considered a
“priority”. Depending on the county, any of the following characteristics or circumstances could make
an individual a priority:

¢ Children

o The person’s immediate needs

Health & safety issues

¢ Needs cannot be met with other Medical Assistance programs or with county funded

programs '

o Combined assessment of the adequacy of the person’s support network, immediacy of the

person’s need and the level of support needed.
How long the person was on the waiting list

"« Individuals who will have a change in their circumstances soon (e.g. transition from school to
work and community living; people who are aging)

» The amount of money the county will receive based on the person’s screening and the amount

of money the person will actually cost the county

» Children/adults who could be maintained in their family home if given HCBS funding

At risk of losing current residential placement (family home, ICF-MR)

* At risk of being sent to an ICF-MR
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s Person is affected by a county project such as closing or downsizing an ICF-MR program
e How well the person might “match or fit in” with people who are currently served in a HCBS
Waiver funded home

Four counties reported that they used the state criteria identified in Bulletin #98-56-XX. Three
counties reported that they had no formal criteria.

Counties vary in who makes the final decisions regardmg who is served by HCBS. To some
degree this is based on the size of the county and how large the HCBS program is within that county.
However, in all counties the case manager played a critical role in determining the circumstances a person
was in and in advocating the need for the person to receive HCBS. Without strong support and advocacy
on the part of a case manager it seems unlikely in any of the counties that a person would be seriously
considered to receive HCBS.

Screenings practices when HCBS services are currently unavailable. Counties reported
different screening practices for people who are considered for HCBS services. Some counties screen
everyone who comes into the county requesting any type of service, others screen new applicants plus all
people who currently receive any type of service. In one county, there is a policy to screen every new
child that is requesting services. However, screenings may or may not occur for all new adults requesting
services. Four counties indicated that they annually screen all ICF-MR recipients and in one county they
have a practice of annually screening people in Class A ICF-MRs but not in Class B unless requested by
the person. Many counties indicated that they would only complete a screening if specifically requested
by a person who was seeking new services or by a person who was currently receiving some other type of
service. Two counties reported lhat they screen whenever they feel the person is appropriate for HCBS
services.

County initiatives to respond to people with MR/RC waiting for HCBS services. All counties
reported having waiting lists. Most reported knowing if the HCBS waiting list included all people that
could benefit from the HCBS, only people known to want HCBS services, or only those determined to be
priority. Many reported their waiting lists would be considerably longer if all people who could benefit
from HCBS services were included. All counties reported that families on the waiting list currently
received case management services. Most counties reported asking families on the waiting list exactly
what services they want and need. Based on that assessment, they reported trying to find needed services
for the family using other funding streams (e.g. PCA, respite, DTH, in-home, ICF-MR).

One county reported strategically using case managers to connect people to community services
offered in after-school programs, community centers and the like. Another county reported supporting
families in developing a five-year plan looking at the residential, employment and recreational needs of
their family member with a disability. Once these needs were identified, the case manager helped the
family to meet as many of these needs as possible through alternative funding streams. Another county
reported that when a person was in crisis and was high priority to receive HCBS services but a “slot” w.
not available they submitted a special request to their County for special funding until the county rece:ved
anew “slot.”

County outreach efforts. Several counties reported they try not to “over-publicize” or “over-
offer” the HCBS Waiver as an option because of the long waiting lists. They purposefully try to get
families to talk about what they need rather than asking for a funding source or specific program such as
the HCBS Waiver. Many counties thought families saw the HCBS Waiver as an entitlement and as the
“ultimate service” or the “pot of gold.” They reported that this, in part, could be because of a recent Arc
campaign to address the HCBS Waiver waiting list. Several counties described processes to move case
managers and intake workers away from specifically talking about certain program types and toward
emphasizing the person’s needs and how services could developed to meet those needs — irrespective of
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the funding source. One county said, “we have such a long waiting list, it doesn’t seem right to recruit
people for the HCBS Waiver if these services are not available.”

Counties used several strategies 1o reach people with disabilities who need services. A few
counties, in collaboration with their loca} Arc chapters, developed “Transition Road Maps™ to help
families whose children are transitioning from school to employment and community residential and
recreational alternatives. Additionally, several counties participate in transition fairs sponsored by local
school districts and local Arc chapters for individuals transitioning from school to the community. One
county was developing a WWW site describing the availability of HCBS services. Another county
learned that informing families about service options during intake and screening processes is confusing
to families who are just beginning to ask for and receive services. In response, case managers are
encouraged to talk to individuals and families annually about all of their options. In addition, the county
developed informational seminars about the range of service options and specific informational sessions
about HCBS services. :

Community outreach plans to encourage enrollment in the HCBS program by individuals from
racial and ethnic minority groups. Only two counties (both metro counties) reported having specific
outreach plans to get information about HCBS and other related services to individuals from racial and
ethnic minority groups. Those counties had specialized support methods for individuals and families
from minority groups who inquire about services. One county employs Spanish speaking, Hmong and
African American case managers specifically to respond to requests from families who desire a case
manager from their own ethnic or racial minority group. The other county has a non-developmental
disability specific outreach plan to get information about services to minority communities and has hired
specialized service coordinators to assist the county in making services more accessible. Both counties
reported having increased the number of providers who specialize in supporting individuals with
developmental disabilities from racial or ethnic minority groups.

Several counties reported that they often learn about Native American children who need services
through participation in schools and connections to public health services. One county reported, however,
that it is almost impossible to get services provided on a Native American Reservation because existing
providers are not willing to drive to the Reservation and the people who live on the Reservation who need
services are not willing to move to a town or city to receive services. The mability to reimburse for
transportation is seen as the largest barrier in this situation. This county is hoping that the consumer
directed supports option will create more options for people to receive services on their Reservation.
Several counties reported that they often receive referrals from local Head Start programs and that often
these referrals are for families from ethnic and racial minority groups. Also, several counties used the
HCBS Waiver brochure developed by DHS (although this brochure is somewhat outdated and needs
revision). Others developed brochures specifically for their county in both English and Spanish. Many
counties provide translation services to families if requested.

Most counties reported that they would not treat a family from a racial or ethnic minority group
any differently than any other family. They assumed that people from these communities learned about
service options in the same way other people leaned about them. However several county HCBS Waiver
Coordinators indicated that their counties had increasing numbers of immigrants and they were not seeing
any requests for services from individuals and families within these immigrant comimunities.

Case Manager Perspectives on People Waiting for HCBS Waiver Funded Services
Information about access to services and waiting lists provided by county DD Waiver
coordinators was supplemented by several questions asked on the general case manager survey. Case

managers for each of the study participants also provided information about access to services.

Selecting HCBS recipients. All of the case managers reported that their county maintained a
waiting list for HCBS Waiver-funded supports on the general case manager survey. Eighty-one percent
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reported that their county had a written policy for prioritizing persons on the waiting list, and 37% said
that a waiting list policy was available to persons waiting or to members of the general public. One case
manager from a rural county reported that their county sometimes defers screenings for people that are
potentially appropriate for the HCBS Waiver until an allocation “slot” is available for that person.

Case managers reported their counties used a variety of different criteria for selecting HCBS
participants from the waiting list (See Table B3). Among the most frequently selected are people who
require emergency or crisis supports, people with the greatest impairments, and families who are
struggling to provide day-to-day support. In metro counties, a greater proportion of new HCBS
allocations were given on the basis of emergency or crisis needs, and for people who have “connections”
(i.e., people with connections or who are exceptionally effective and demanding advocates or who have
other advocates working on their behalf} than in rural counties.

Table Bl: General Case Managers Report How HCBS Recipients Are Chosen From The Waiting
List (Percentage of HCBS Waiver Slots Allocated By Each Criteria)

Selection Criteria Region

Metro  GM Urban Rural Total
Emergency or crisis * 3.6 277 12.9 25.1
Other reasons 6.7 1.7 36.1 224
Greatest impairments 15.9 25.0 24.3 216
Family difficulties managing 14.2 19.1 14.5 15.6
Waiting the longest 104 18.5 12.7 13.6
Relatively lower costs 3.9 5.1 19.9 12.1
Children and youth . 11.5 10.0 11.9 11.3
People with connections* 13.0 31 0.0 5.7
Special allocation or priority for members of specific minority groups 1.7 0.0 0.0 4.2

*Emergency or crisis was significantly more likely to be the reason in metro counties than in rural counties (E =
4.40, p < .05). Having connections was significantly more likely to be the reason in metro than in rural counties (E
=3.76, p < .05). Numbers do not sum to 100 because sample sizes varied from response category to response
category. N =52

Almost all of the surveyed case managers (96%) reported that their counties had a brochure or
other written information on HCBS services. Of the 25 case managers who knew if their county had a
brochure available in languages other than English, 36% said they did. More than 50% of case managers - -
in metro and GM urban counties reported that a brochure was available in other languages compared with
only 10% in rural counties.

Who gets HCBS allocations (By Prior Residence)? The individual case manager surveys asked
case managers to describe where the individuals in the study had lived prior to their current home (See
Table B4). The proportion of sample members who had lived in various settings varied significantly by
county. Metro area sample members were more likely to have been living in RTCs, while GM urban and
GM rural sample members were more likely to have been living with family members. Rural sample
members more likely to have been living in small ICF-MR or SOCs settings and less likely to have lived
in RTC or psychiatric settings.




Table B2: Previous Residence of Sampled HCBS Participants

Previous Residence Region Total
Metro GM Urban Rural
Family home 22.8% 32.1% 31.4%. 27.9%
RTC or psychiatric unit 23.4% 21.0% 13.4% 19.0%
Small ICF-MR or SOCS 11.4% 12.3% 29.1% 18.5%
Large ICF-MR or nursing home 26.1% 13.6% 9.3% 17.2%
Foster home 4.3% 6.2% 32% 5.0%
Own home 3.3% 3.7% 4.7% 3.9%
Other 8.7% 11.1% 7.0% 8.5%
{N=468) .

" The county-to-county differences may be explained in a variety of ways. One possible
explanation is that metro area counties may have been able to get relatively more conversion HCBS
Waiver slots than diversions compared to GM urban and rural counties. It may also be the case that
consumers living with family inembers in the metro counties were a relatively lower priority for HCBS
slots than those living with family members in the other types of counties. These findings suggest that
access to HCBS funded supports may differ depending on where one lives within the state. Alternatively,
it may just be that some regions were heavier users of RTC or large ICF-MR services than others.
Variations in previous residence may also be due to variations in county emphases regarding downsizing
ICF-MR settings. :

Parental reasons for selecting HCBS funded supports. Case managers for the 474 sampled
HCBS recipients were asked whether they thought parents understood that ICF-MR services were an
alternative service avajlable to them (See Table B2). Overall, case managers reported that 95% of the
families understood the ICF-MR aiternative. Metro area case managers reported that significantly fewer
families understood the ICF-MR option than case managers in rural communities. When asked to
identify their understanding of why families choose HCBS funded services, case managers reported that
the most common reasons were a desire for flexibility (76%) smaller homes (72%), and having services in
their home communities (64%). Case managers in rural areas were significantly less likely to report that
families chose HCBS funded services because they accommodated the needs and desires of the families
(54%), than were case managers in GM urban (78%), or metro counties (64%).

Table B3: Parental Access: Why Parents Choose the HCBS Waiver (Case Manager

Individual)
Factor Metro GM Urban _ Rural _ Total F
Parents understand that ICF-MR is an option 92% 96% 99% 95% 6.05**
Reasons for selecting the HCBS Waiver:
Wanted greater flexibility 15% 79% 77% 76% 0.28
Wanted a smaller residence 73% 62% 75% 2% 2.19
Wanted services in home community 60% 68% 66% 64% 1.06
Accommodated needs and desires of family 64% 78% 54% 63%  6.75*%**
Other reason 15% 7% 18% 15% 2.17
Only available option 10% 3% 4% 6% 2.91

*p < .05, ** p<.01, *** p<.001

Possible reasons for differences across county type in whether parents understood ICF-MR
alternatives include potential differences in case manager behavior, differences in the sophistication of
families in understanding options, or possibly ethnic differences. Further research would be needed to
test these possible explanations. :
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Access To Services For Current HCBS Recipients (County Perspectives)

This evaluation asked current participants, case managers and families about their experiences
related to access to HCBS funded services.

Availability of specific types of HCBS funded supports. Case managers were asked on the
general case manager survey about the availability of services for HCBS Waiver recipients. Overall, case
management, interdisciplinary planning, day training and habilitation, and health care/physician services
were reported by case managers as most likely to be available to all HCBS recipients who needed them
(see Table B3). The services least likely to be available to HCBS recipients who needed them were
transportation, regular respite care, assistance to families or consumers on how to manage their own
services, information on “cutting edge” innovations, and crisis respite or emergency care. Case managers
in GM urban counties reported that dental care was more difficult to find than case managers in rural or
metro counties. Case managers in rural counties reported that general community services such as parks
and YMCA's were more difficult to find than in metro counties reported. Case managers also differed in
their ratings of the accessibility of case management or service coordination. However, because the
sample was small (only 48 case managers) the source of those differences could not be pinpointed. As
Table B3 shows, case managers in metro counties seemed to report less access to case management and
service coordinators than those in GM urban or rural counties.

Table B4: Availability of HCBS Services for County Residents (General Case Manager)

Service Region Total F
Metro  GM Urban _ GM Rural

Case management/Service Coordination 3.43 3.82 3.88 3.67 321%
Interdisciplinary planning/assessment 3.17 3.64 3.63 343 220
Day training and Habilitation 3.30 3.36 353 340 037
Health care/physician services 3.13 3.60 3.47 33 1.70
Info on local community services 2.87 3.40 3.35 314 273
Supported community employment 2.80 2.64 2.76 275 0.13
Person-centered lifestyle planning 2.74 2.55 2.76 271 017
Recreation/leisure activities 2.78 2.60 2.65 270 0.22
Facility based residential 2.59 2.36 2.88 264 097
In-home residential 2.64 2.40 2.71 261 038
Assistive technology/Housing modifications 2.65 3.00 2.13 256  3.07
Dental/Dentist services 2.83 1.73 2.59 251  4.42%
Generic community services 2.87 2.64 1.94 251 491*
Transportation 2.35 2.18 2.29 229 010
Regular respite care 2.17 2.18 2.12 2.16 002
Assistance on how to manage own services 2.04 2.18 2.18 212 0.09
Info on “cutting edge” innovations 2.32 1.70 1.76 200 232
Crisis respite/emergency 2.17 2.00 1.71 1.98  0.88

0 = not available, 4 = available to all who need it; * p < .05, N =48

Difficulty finding providers or needed services. On the individual case manager survey, 23% of
case managers reported having trouble finding one or more needed provider to meet the support needs of
the sampled HCBS participants. Table B4 shows the total number of case managers who reported having
difficulty finding various types of support services, the proportion of case managers reporting such
difficulties, including the proportion that had some difficulty and the percentage that had much difficulty
or could not find a provider at all. The most difficult services to find for HCBS participants were dental
services (problematic for 11.5% of participants), non-health specialists such as physical, occupational or
speech therapy or behavior management specialists (11.0%), supported living services (10.2%) and
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transportation (9.2%). Case managers reported difficulties in more than 5% of the cases in finding
providers for in-home supports, respite, health and physician services, DTH, emergency or crisis supports
and supported employment. In the majority of cases, case managers reported “some” difficulty finding
providers. However, case managers reported having much difficulty or not being able to find supported
living services for 3.9% of sample members, in-home supports (3.3%), health and physician services
(3.0%) and dental services (2.9%). There were no regional differences in whether case managers reported
difficulties obtaining needed services for sample members.

Table B5: Difficulty Obtaining Needed Services For Study Participants (Individual Case Manager)

Service N with % with Amount of Difficulty
Difficulty Difficulty Some Much/None found
Dental Services 51 11.5% 8.6% 2.9%
Non-health specialists 48 ' 11.0% 8.5% 25%
Supported living 44 10.2% 6.3% 3.9%
Transportation 40 9.2% 8.1% 1.2%
In-home supports 33 8.4% 5.1% 3.3%
Respite 33 8.4% 5.6% 2.8%
Health and physician services 35 8.0% 5.0% 3.0%
DTH 30 7.3% 4.6% 2.7%
Emergency or crisis supports 29 7.2% 5.0% 22%
Assistive Technology 23 5.8% 5.0% 0.8%
Supported employment 21 5.5% 3.4% 2.1%
Nursing or Home Health Aides 18 4.7% 3.6% 1.0%
Home modifications 16 3.9% 3.7% 0.2%
Consumer education 13 3.5% 2.4% 1.1%
Family foster care_ 11 2.9% 1.3% 1.6%
N =456

Access To Services For Current HCBS Recipients (Family Perspectives)

Source of initial information about the HCBS. Families responded to set of questions about
where they first heard that a service was available (See Table BS; Figure B1). Parents heard about most
types of services from either the county welfare or social services agency or from their county MR/RC
case manager. A substantial minority of parents heard about educational services, employment services,
county case management, adaptive equipment and specialist services from someone in the school system.
Advocates from an Arc or other agency were the first source of information about in-home services
(11.6%) and HCBS services (10.2%). They were also the first source of information for between 5 and
10% of families for the other types of services. Family members or friends were rarely the first source of
information. There were nio differences in source of information across regions or ethnicity with one
exception. In rural areas the schools were the first source of information about specialized therapy (OT,
PT, ST, Counseling) more often than in metro or GM urban regions.
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Table B6: Percent of Families who First Learned of Services From Various Sources

County MR/RC Advocate School Friend/ Other

Welfare/ Case (Arc/ Teacher/ Family
Sacial Manager  Other)  Counselor Member

Service N Services

Crisis behavioral services 48 60.4 18.8 8.3 2.1 2.1 83

HCBS services 166 60.2 13.9 10.2 4.8 1.2 9.6

Residential out-of-home 134 59.0 14.2 8.2 5.2 0.7 12.7
County services/Case mgmt. 168 53.0 54 8.9 14.9 6.5 11.3
In-home services 34 47.1 26.5 11.8 0 0 14.7
Specialized therapy (OT, PT) * 95 453 15.8 6.3 12.6 2.1 17.9
Transportation 120 433 19.2 5.8 11.7 0.8 16.2
Employment 123 43.1 16.3 3.9 195 0 12.2
Education 56 37.5 7.1 54 32.1 1.8 16.1
Adaptive equipment/ 61 328 180 9.8 13.1 1.6 24.6

Environmental Modifications

*Rural families more likely to hear through school, metro families more likely to hear from MR/RC case manager or
other (X° = 18.77, p < .05)

B1: Source of Initial Information about
’ (/"BS Services for Families
(-]

O County
M County CM
O Advocate
. O School
80% O Family/Friend
@ Other

Family access to information about specific services. Families provided extensive information
about their ability to access information about the services they received (See Figure B2).
Across all service types, the vast majority of parents said that information they received was easy to
understand. There were differences across service types, however, in terms of the availability of
information (both timeliness and ease of access). In general parents were most satisfied with their access
to information about employment services, transportation services and county case management services.
Fewer parents reported that they got timely information most of the time about respite services, in-home
supports, and adaptive equipment or environmental modifications. Furthermore fewer parents reported
that it was easy to access information about services most of the time for adaptive equipment and
environmental modifications, in-home supports, out-of-home residential supports, crisis respite services,
and school services.
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Figure B2: Family Access to Information About Services Recieved
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Family access to needed services. Families evaluated their access to services on four different
criteria for ten different service types (See Table B6). For each question, families reported whether the
criterion was met most of the time, some of the time or rarely.

Table B7: Family Access To Services: Percent Saying Statement Is True “Most of The Time”

Service N  Supports Get Needed Supports Supports
' Meet Supports / Available Available

Needs Auth Hours  when Needed in a Crisis

Respite services 28 53.6% 46.2% 46.4% 50.0%
In-home services 33 69.7% 55.6% 46.4%
Specialized therapy (OT.PT, ST, 83 59.0% 65.7%
Counseling)

Education 46 63.0% 66.7%
Crisis behavioral services 34 ‘ 67.6%
Adaptive equipment/ Environ. Mods. 43 74.4%
County services/ Case Management 158 72.6% 65.6% 76.6% 76.0%
Residential out-of-home - 119 80.7%
Employment services 94 81.9% 86.3%
Transportation 107 82.2% 86.0%

Of the 10 services rated, families of current HCBS recipients reported poorest access to respite
services. Only 53.6% of families said that respite services met their family members needs most of the
time (35.7% said respite services met their needs some of the time and 10.7% said respite services rarely
met their needs). Only 46.2% of families reported getting the respite hours they were authorized most of
the time while 27% reported getting their authorized hours rarely and 27% reported getting their
authorized hours some of the time. Only 46.4% of families reported that respite services were available
when needed most of the time (35.7% reported they were available when needed some of the time and
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17.9% reported they were rarely available when needed). Furthermore, only 50% of families reported
that crisis respite supports were available when they needed them most of the time (21% reporned they
were rarely available when needed).

A similar pattern was identified for in-home supports. While 69.7% of families said in-home
supports met their family members need most of the time, only 55.6% said that in-home supports were
available when needed most of the time. Furthermore, only 46.4% of families said that most of the time
in-home supports were available in a crisis (18% said they were rarely available in a crisis). Parents were
a little more likely to report that specialized therapy (OT, PT, ST, Counseling) were available when
needed most of the time (59%). However 11% reported that specialized therapy were rarely available
when needed. Similar proportions reported that specialized therapy services were available in a crisis
(66% said most of the time while 13% said rarely). About two-thirds of families (63%) of school age
children reported that educational supports were available when needed most of the time. About three
fourths of families (74.4%) reported that in a crisis, they could get timely repairs of equipment or devices.

Access 10 case management services was better than for some of the other services. Sixty-five
percent of families reported they received needed case management and other county services most of the
time. However, 12% of families said their family rarely received needed county case management
services. Case management supports met the needs of the person/family most of the time for 73% of
families and were available when needed most of the time for 76.6% of families. A similar proportion of
families (76.0%) said in a crisis, county case management supports were available in a timely manner -
most of the time.

The vast majority of families (80.7%) who used Supported Living Services said that in a crisis
those services were available most of the time. A similar proportion of families reported that employment
services were available when their family member wants and needs them most of the time (81.9%), and
that in a crisis employment supports are available in a timely manner most of the time (86.3%). Finally,
86.0% of families said that transportation supports are available when their family member wants and
needs them most of the time, and 82.2% of families receiving transportation services said that the
transportation supports offered meet their family member’s needs most of the time.

Families waiting for needed services. Twelve families of current HCBS recipients (7.5%)
reported that they were currently on a waiting list or were waiting for one or more services funded by
HCBS. Services for which more than one family was waiting included: in-home supports, semi-
independent living services, adaptive aids, supported employment, enclave or work crew, or day training
and habilitation.

Unmet needs reported by consumers. Consumers (or proxies when applicable) were asked
whether there were services they needed but did not get in the previous 12 months. Overall 22.7% of
consumers surveyed reported that there were services they needed but were not getting. This included
28.3% of consumers in metro area counties, 29.1% of GM urban counties, and 14.5% of consumers in
rural counties.

Discussion

This part of the evaiuation 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 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.
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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 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 “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 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 situations or b) people having the greatest impairments of all those waiting.

Among the 468 sample members, aimost 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%).

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 about 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 innovations,
assistance on how to manage own services, regular respite care, and transportation.

Case managers for more than 23% of individual study participants 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 to 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 documienting 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
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assuring that all eligible individuals and families have basic support even as they wait for the more
comprehensive 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 information 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 to case management, 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 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 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.

C. Quality of Services
Many different quality indicators weie included to evaluate the quality HCBS services in MN.
This section includes information from different groups about their perceptions of the quality of outcomes
for persons receiving HCBS Waiver funded supports.
Satisfaction with Services
Individual recipient. In the consumer interview, adults who could respond for themselves
evaluated the quality of their vocational and residential services (See Table C1). Consumers who

attended a site based day program reported they liked the program (81.8%), that it was a good place to go
(82.5%), that the staff were nice and polite (85.8%), and that staff help them fix their problems (88.2%).
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Table C1: Quality of Services (Consumer Interview)

Percent
Component N Yes  In-Between No
t Day program

Do you like it there? 209 81.8 11.0 7.2
Is it a good place to go? 200 82.5 10.5 7.0
Are the staff nice and polite? 204 85.8 12.3 2.0
Is this a bad place to go? 200 6.0 14.0 80.0
Do staff help fix problems you have? 195 88.2 5.1 6.7
Community Job

Do you like your job? 130 89.2 54 54
Is this a good place to work? 128 79.7 133 7.0
Are the staff nice and polite? 124 94 .4 32 24
Do you work enough hours? 120 58.3 33 383
Is this a bad place to work? 128 4.7 11.7 83.6
Are you satisfied with your earnings? §9 77.5 22.5
Home

Do you like the people you live with? 351 84.6 13.1 23
Do you like where you live? 256 84.4 .94 6.3
Is this a good place to live? 251 83.7 11.2 52
Are the staff nice and polite? 252 94.8 44 0.8
Is this a bad place to live? 248 5.2 11.7 83.1

Consumers working in community jobs were even more likely to say they liked their job (89.2%).
The proportion who said the community job was a good place to work was similar 1o that for center-based
settings (79.7%). Those in community job sites were more likely to report that staff members are nice
and polite (94.4%). However, only 58.3% of consumers with jobs said they worked enough hours and
only 77.5% were satisfied with their earnings. More than 83% of consumer rated the place they lived
positively. Almost all consumers (94.8%) reported that the staff members at their home are nice and
polite. '

There were no significant differences between consumers based on race for any of the day
program (responded to by 11 non-white participants) or home outcomes (responded to by 15 non-white
participants). Individuals from non-white racial or ethnic groups were significantly less likely to like the
community based job they held, but only 7 such individuals were interviewed so the results should be
viewed with extreme caution as they may not be representative (1.43 vs. 1.86; F (1,128) = 5.24; p <.03).

Family. Families reported their satisfaction with the services they received, and whether they felt
that their family member was happy (See Table C2). Families were most satisfied with transportation
services (90.8% were satisfied most of the time), out-of-home residential services {86.8%) and case
management services (86.0%). They were much less satisfied with environmental modifications or
adaptive equipment (54.7% were satisfied most of the time), education services (67.3%), in-home
supports (71.0%), and respite services (71.4%). Families receiving specialized therapies reported the
family member improved as a result most of the time (63.4%), some of the time (29.3%) or rarely (7.3%).

43




Table C2: Parent/Family Member Satisfaction With Services (Family Survey)

Consumer/Family Happy Family satisfied with service

Type of Service N | Mostof Someof Rarely| Mostof Someof Rarely
the time  the time the time  the time

Transportation 109 90.8 73 1.8 91.2 53 3.5
Out-of-home residential 130 87.7 10.8 1.5 86.8 13.2 0.0
Case management 141 92.9 5.0 2.1 86.0 10.5 3.5
Employment supports 107 85.0 13.1 1.9 75.0 25.0 0.0
Specialized therapies 72 83.3 13.9 2.8 733 23.3 3.5
Respite services 27 86.4 - 13.6 6.0 71.4 14.3 14.3
In-home supports 31 100 0 0 710 22.6 6.5
Education 44 86.4 13.6 0.0 67.3 28.6 4.1
Environmental adaptations/ | 53 54.7 22.6 226
Adaptive Equipment

Blanks indicate that family members were not asked about that service.

All families receiving in-home supports said their family member was happy most of the time.
Families reported that consumers were happy when receiving transportation services (90.8%), and case
management services (92.9%) most of the time. Between 85% and 97% of consumers were happy most of
the time in out-of-home residential services, employment supports, respite services and education.

Families rated how often staff members from various types of services were understanding,
respectful and caring. More than 87% of families reported that staff members in each of the service
categories were understanding “most of the time” (See Table C3). Families said staff were most
understanding in respite services, case management, employment services and specialized therapies.
Lowest ratings were for in-home supports and crisis behavior supports.

Table C3: Staff Level of Understanding (Family Surveys)

Staff are understanding, respectful, N Most of the Some of the Rarely/
professional and caring time/ Yes time No
Respite services 27 96.3 3.7 0.0
Case management 175 949 4.0 1.1
Employment services 110 94.5 35 0.0
Specialized therapy services 87 94.3 34 2.3
Residential out of home 134 91.8 ' 1.5 0.7
Education 50 90.0 8.0 20
Crisis Behavioral (agency) 39 89.7 10.3 0.0
In-home supports ' 33 87.9 12.1 0.0

(Agency) Most questions ask if staff members are understanding but for crisis behavioral services the question asks
if the agency as a whole is understanding.

Provider Responsiveness

Resolving problems. Families reported their satisfaction with three components of problem
resolution practices (getting competent and timely answers to questions, feeling comfortable voicing
complaints, and satisfactory resolution of complaints; See Table C4). The sample size reflects the
number of families who reported receiving the service and who responded to the question. More than
85% of families reported that their questions were answered in a timely and competent manner by
employment services (89.7%), residential out-of-home providers (86.8%), case managers (86.0%) and
transportation providers (85.4%). However, fewer than 65% said their questions were answered in a




timely and competent manner by agencies providing home modifications and adaptive equipment (62.3%)

or respite services (64.3%).

Similarly more than 85% of families reported being comfortable voicing complaints to

transportation providers, employment services, case managers and residential out-of-home providers.
However, fewer than 80% of families reported being comfortable voicing complaints to respite providers
(70.4%), schools (78.0%), and in-home suppost providers (78.8%).

Table C4: Satisfaction With Process To Resolve Problems (Family Surveys)

Indicator N  Most of the time Some of the time Rarely
. {Yes) (No)
Questions are answered competently in a reasonable amount of time
Employment services 116 89.7 6.9 34
Residential out of home 136 86.8 9.6 37
Case management 171 86.0 9.9 4.1
Transportation 103 854 8.7 58
In-home supports 33 78.8 18.2 3.0
Crisis Behavioral (agency) 40 77.5 17.5 50
Specialized therapy services %0 76.7 15.6 7.8
Education 48 75.0 22,9 2.1
Respite services 28 64.3 32.1 3.6
Home and Environmental modifications (agency) 33 62.3 20.8 17.0
Feel comfortable voicing complaints
Transportation 104 %04 7.7 1.9
Employment services 117 88.9 43 6.8
Case management 170 87.1 10.0 2.9
Residential out of home 134 85.1 104 4.5
Home and Environmental modifications (agency) 58 84.5 10.3 52
Specialized therapy services 89 83.1 14.6 22
Crisis Behavioral 41 80.5 12.2 7.3
In-home supports 33 78.8 12.1 9.1
Education 50 78.0 14.0 8.0
Respite services 27 70.4 29.6 0.0
Complaints are resolved to your satisfaction
Transportation 96 83.3 14.6 21
Employment services 112 g2.1 17.0 0.9
Case management 160 79.4 15.6 5.0
Residential out of hotne 134 78.4 20.1 1.5
Specialized therapy services 86 70.9 25.6 35
Home and Environmental modifications (agency) 55 69.1 21.8 9.1
Education ' 49 653 30.6 4.1
In-home supports 32 62.5 344 31
Crisis Behavioral 40 62.5 30.0 7.5
Respite services 26 51.7 34.6 7.7

(Agency) For these items parents were rating the agency rather than particular staff members.

Fewer than 85% of families reported that their complaints were resolved to their satisfaction by

any of the assessed provider types. In fact, fewer than 70% of families said their complaints were

resolved to their satisfaction for respite services (57.7%), crisis behavioral service (62.5%), in-home

supports (62.5%), educational services (65.3%}), and home modifications and adaptive equipment
(69.1%). Overall, transportation, employment services, residential out-of-home services, and case

managers were best at resolving problems and concerns. Providers of respite services, crisis behavioral
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services, in-home supports, education, and environmental adaptations and adaptive equipment were worst
at resolving problems and concerns. These later provider types were not surprisingly, also lowest in
overall family satisfaction (as reported on Table C4).

Planning. There were dramatic variations among provider types in the extent to which they involved
famnily members in planning for the future (See Table C5). In general, the wraditional service providers
(residential out-of-home, case managers, employment services and education) worked with families 1o
plan their future more often than the other types of providers. Only about half of all families indicated
that respite service providers, providers of environmental modifications or adaptive equipment, and
specialized therapy providers involved the family in planning for the future most of the time.
Furthermore, only 53% of families reported that in-home support providers worked with them most of the
time to plan current services and only 66.7% of families said they worked with them most of the time to
plan future services.

Table C5: Involving Families In Planning For The Future (Family Surveys)

Indicator of Planning N Most of the time Some of the time  Rarely
Work with family to plan for the future .

Residential out of home 130 B1.5 154 3.1
Case management 168 79.2 143 6.5
Employment services 110 77.3 18.2 4.5
Education 46 76.1 15.2 8.7
Crisis Behavioral (agency) 39 69.2 20.5 i0.3
In-home supports 33 66.7 152 18.2
Respite services 24 583 16.7 25.0
Home and Environmental modifications (agency) 359 57.6 23.7 18.6
Specialized therapy services 87 51.7 21.8 264
Work with family to plan current services :

In-home supports 32 53.1 28.1 18.8

Flexibility. The final aspect of provider responsiveness rated by families was whether services
were flexible and adaptable to meet family member needs (See Table C6). As with other areas of
responsiveness, the provider types that were most flexible and adaptable were employment services

- (87.3% were flexible most of the time), case management (85.2%), and residential out-of-home services
(84.0%). Oddly, the services rated by families as being least flexible were those that are looked to
because of their potential for flexibility (respite services and in-home supports). Only 70.4% of families
said that respite providers were flexible most of the time, and only 71.9% of families said that in-home
support providers were flexible most of the time. Perceived flexibility of those services is probably
related to and reduced by the difficulties providing access to the quantity of services in Individual Service
Plans due to staffing shortages. This raises serious questions about whether the full potential of the
HCBS program is being used in terms of offering flexibility to families.
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Table C6: Flexibility of Services (Family Survey)

Services are flexible and adaptable to meet family N  Mostof the Some of the  Rarely
member needs time time

Employment services 110 87.3 11.8 0.9
Case management 162 85.2 13.6 1.2
Residential out of home 131 84.0 13.0 3.1
Crisis Behavioral (agency) 37 78.4 16.2 54
Specialized therapy services 84 75.0 214 04
Education 47 72.3 25.5 2.1
In-horne supports 32 71.9 15.6 12.5
Respite services 27 70.4 11.1 18.5

Choice/Respect and Self-Determination

Guardianship status. Any discussion of choice and self-determination for individuals with
cognitive disabilities must begin with a discussion of the basic right to make choices guaranteed by the
Constitution of the United States to all adults. While Minnesota has been working for almost two decades
to reduce the number of people with mental retardation and related conditions whose choices are made for
them by a state designated decision maker, there are still more than 2,000 adults in the HCBS program
who are wards of the Commissioner in the HCBS program alone (See Table C7). -

Table C7: Guardianship Status of Adults with Mental Retardation or Related Conditions in MN
Nursing ICF-MR HCBS Other/NA
Guardianship status home
N Percent| N  Percent| N Percent | N Percent

Private guardian/conservator | 248  42.2% | 1,607 52.8% | 3,362 54.0% | 1,625 41.9%
Public guardian/conservator | 212 36.1% | 1,257 413% | 2,040 32.8% 80  79%
No guardian needed 1260 21.5% 179 5.9% 819 132% | 1,874 483%
Needs guardian 1 0.2% 0 0% 0 0% 2 01%

In comparison to the ICF-MR program, adults receiving HCBS services are more likely to be
their own guardian and thus, less likely to have a public guardian or conservator. The question remains,
however, as to how many others with public or private guardians could succeed with either a less
restrictive guardianship status or with no guardian at all. Additional questions include whether efforts
could be made to modify appointed legal representation to a non-public entity.

Consumer choice making opportunities. Choice and self-determination is important in daily
life. Table C8 shows the types of choices available to persons who are receiving HCBS-funded supports.
The table presents information about choices in order from the lowest percentage of consumers who don’t
participate in the decision at all, the highest. Adult HCBS recipients were most likely to have choices
about what to do for fun and what to buy with their spending money. While many consumers can choose
either with or without assistance when they get their money, when they eat, and when they go to bed,
nearly a quarter of these adults do not even participate in these basic decisions. Individuals living in
corporate foster care settings were significantly less likely to participate in making decisions about when
10 eat/go to bed at all (73.8% vs. 81.7%; X? =9.82; p < .01) or to participate in decisions about what to do
for fun unassisted (36.0% vs. 55.9%; X° = 9.64; p < .05) than individuals living in family homes, family
foster settings or their own home. Those groups did not differ regarding other choices about daily life.
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Table C8: Consumer Choice Making Opportunities (Percents) Consumer Interview

Choice N Yes Yes No
{Unassisted) (With Assistance)

Choices about Daily Life :
Chose things you do for fun 362 39.2 50.8 9.9

Chose things to buy with spending money 361 22.4 65.4 122
Can get your money whenever you want 357 331 43.1 23.8
Decides when to eat/go to bed 354 34.2 41.0 24.9
Decisions about Werk

Chose job (for those who have a job) 160 13.8 45.6 40.6
Chose to attend day program 253 3.2 32.8 56.9
Chose the staff who help at job 296 5.1 14.9 80.1
Decisions about Hormne

Chose the place you live 342 7.3 442 48.5
Chose the people you live with 323 4.6 23.5 71.8
Chose the staff who help at home 348 4.0 20.7 75.3
Other

Ever participated in a self-advocacy meeting 330 270 73.0
Chose case manager 343 4.1 6.1 89.8

At the next level, of the 160 consumers who had a community job, 13.8% choose they job
without assistance, 45.6% participated in choosing the job, and 40.6% did not participate in the decision
about where they work. This finding only refers to people who are actually working in a community job.
This finding does not include people who would like a job but who currently do not have the choice to do
s0. .

The next three questions get to the heart of the HCBS program in terms of true choice (choosing
where to live, where to receive day supports, and with whom to live}. A “no” response to these questions
indicates that not only did the individual not make the final decision, they also did not provide any input
into the decision making process. Overall, 48.5% of adults had no input into decisions about where they
would live, 56.9% had no input into what day program they would attend, and an incredible 71.8% did
not have any input into whom they would live with. Individuals living in corporate foster care settings
were significantly less likely to report participating in the decision about where to live (48.6% vs. 69.6%,

=9.39, p < .01) or who their roommate would be (26.0% vs. 47.1%; X? = 16.28, p <.001) than were
individuals living in their family home, a foster home, or their own home.

One encouraging finding is that fully 27% of adult HCBS participants reported that they had
attended at least one self-advocacy meeting. There were no differences between recipients living in
corporate foster care settings and those living in other setungs in whether they had attended a self-
advocacy group meeting.

The last three questions about choice focus on participation in choosing who will prov:de direct
supports (including intimate personal care for those who need it). Fewer than one in four consumers
reported any involvement in the process to select people who will support them at home. Only one in five
participate in the process to select people who will support them at work, and only one in ten had any say -
in who their case manager would be.

Questions about choice making opportunities were responded to by 22 individuals from non-
white racial or ethnic groups. There were no significant differences in choice making opportunities for
individuals in different racial or ethnic groups.

Family choice. Choice making opportunities are important not only for the people who receive

supports, but also for their families. In assessing family choice, information was gathered from both case
managers and from families about the types of choices they had made. One of the most important choices
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for HCRBS participants is where to live. While consumers reported they had little involvement in deciding
where they would live, case managers reported (on the individual case manager survey) that 81.6% of
consumers were living in the place the families preferred.

Families may make several choices regarding the services they and their family member would
receive. Table C9 summarizes the extent to which families had a) a range of options to choose from. b) a
choice of which services they would receive, ¢) a choice of which agency would provide the service, d)
choices about the person or agency that would provide the support and €) a chance to participate in other
important decisions daily life (¢.g., roommates, medications).

Families were most likely to report that they had a range choices regarding educational supports
(70.6% reported having a range of options “most of the time™) and general services brokered by the case
manager (67.1%). Families were least likely to report they had a range of options regarding out-of-home
residential supports (32.1% reported having a range of options “most of the time™), home and
environmental modifications (53.6%), and specialized therapy services (38.4%).

Families were asked if they had a choice of which services they would receive. Families were
most likely to report they had a choice about which in-home supports they would receive (78.8% reported
having a choice “most of the time™). They were least likely to choose case managers (5.2% chose their
case manager), transportation services (33.7%), and types of vocational supports their family member
would receive (45.3% said they chose the types of vocational supports “most of the time™). Of the 58
families who reported that they were rarely involved in decisions about the types of vocational supports
their family member would receive, 44 (75.9%) were the legal guardian for the person.

Additional investigation is needed to identify the factors that prevent legal guardians from
choosing the type of vocational supports (not the agencies but the actual types of supports) their family
member will receive. A lack of choice about this basic issue suggests a need for ongoing systems change
efforts so that it becomes more responsive to the desires of the people it serves. There were no regional
or racial/ethnic differences in whether families have a choice about the types of vocational supports. Of
the people for whom the families reported rarely participating in decisions about employment supports,
42.6% work at least some of the time in supported employment, 44% work at least some of the time in
work crews or enclaves, 63% work at least some of the time in center based work activity, and 21% spend
at least part of their time in non-vocational day settings.
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Table C9: Family Choices (Family Survey)

Indicator of Choice N Maost of the time Some of the time  Rarely
: (Yes) (No)
Range of options offered to meet needs
Education 34 70.6 14.7 14.7
Services brokered by the case manager 167 67.1 18.6 144
Employment services 110 64.5 255 10.0
Crisis Behavioral 34 64.1 359
Respite services 25 64.0 24.0 12.0
Transportation 109 63.3 18.3 18.3
Specialized therapy services 89 58.4 15.7 25.8
Home and Environmental modifications 58 53.4 ' 46.6
Residential out of home 109 32.1 ' 67.9
Choose which services you receive
In-home supports 33 78.8 18.2 3.0
Education 46 63.0 17.4 19.6
Residential out of home 121 58.7 28.9 124
Specialized therapy services 84 57.1 214 21.4
Employment services 106 45.3 21.7 33.0
Transportation 104 337 18.3 48.1
Case management 172 52 94.8
Chose the agency providing the supports :
Home and Environmental modifications 58 67.2 32.8
Crisis Behavioral 41 58.5 41.5
Out-of-home residential 113 49.6 50.4
Choose the staff person who provides supports
Respite services 28 78.6 14.3 7.1
In-home supports 30 70.0 20.0 10.0
Crisis Behavioral 38 395 18.4 42.1
Education 50 34.0 20.0 46.0
Employment services 97 25.8 144 59.8
Specialized therapy services ' 85 23.5 30.6 459
Residential out of home 112 20.5 15.2 64.3
Involvement in important decisions (roommates, medical decisions)
Residential out-of-home 136 8t.6 10.3 8.1
Crisis behavioral supports 37 70.3 10.8 18.9

The number of respondents varies because families only answered questions related to services they or their family
member actually recetved. '

Families were asked whether they chose the agency they would receive support from for three
service types. A total of 67.2% of families said they chose which agency or vendor would provide
environmental modifications or adaptive equipment, 58.5% said they chose which agency would provide
crisis behavioral supports, and 49.6% said they chose which agency would provide residential supports.
Fewer than half of parents had a choice of residential agencies. Families in the metro counties were
signiﬁcantl;y more likely to have a choice of vendor for residential services than in the other regions (59%
vs. 37%; X° = 4.86, p < .05). This suggests that a continued need to find ways to expand the pool of
residential providers in greater Minnesota. :

The next two sets of findings focus on choices families make once a provider agency has been
selected. One question was whether farnilies choose the particular staff member(s) who would be
supporting their family member. Most families reported that they chose the staff member who provided
respite supports (78.6% choose the person most of the time), and in-home supports 70%). Only one in
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four families, however had a choice most of the time about the person who would provide employment
services (25.8%) and even fewer had a choice about who would provide specialized therapy services
(23.5%) or out-of-home residential supports (20.5%). ' ' '

The final type of choice was involvement in important decisions about things like medical,
dental, safety, house location, and roommates or housemates. The majority of families reported they were
involved in these decisions most of the time (81.6% for out-of-home residential settings and 70.3% for
crisis behavior supports). A small minority of families reported never being involved in those decisions
(8.1% for out-of-home residential settings; 18.9% for crisis behavioral supports). One concern about this
finding is that follow-up analysis reveals that 45% of families who said they were rarely involved in those
decisions were actually the person’s legal guardian or conservator. While that was only 5 people (of 11),
that the legal guardian is not involved in important decisions regarding out-of-home residential services is
a concern. This is an even bigger issue for crisis behavioral services where 5 of 7 families (71%) who
said they were rarely involved in important decisions regarding those services were legal guardians.
While a lack of resources could explain lack of involvement in selecting providers, it does not explain
lack of involvement in personal decisions about a person with a legal guardian.

County Perspectives on Choice in the Wavier program (HCBS Waiver Coordinator Interviews)

Formal county position regarding consumer control of services and supports. Two counties
within the sample have participated in the self-determination pilot project or other initiatives and this has
helped them begin to offer consumer directed supports. One county who also participated in the self-
determination project has moved toward consumer-controlled supports by offering this option in their
county respite programs. They currently do not offer it under their HCBS funded programs although they
plan to move ahead in this direction. Seven counties fully support the concept of consumer-controlled
supports and are planning to move in that direction within the next year or so. Two counties support the
concept but experienced barriers such as lack of county board support that halted their movement in this
direction. Seven counties reported that they had taken no formal position regarding consumer directed
supports and that they currently had no plans to move in this direction. In many counties, the respondents
indicated that they felt that consumers and their family members already had control over their services
through the ISP and opportunities to choose provider organizations.

County role in promoting consumer control of services and support. The overwhelming
majority of counties indicated that their support for consumer directed supports is evidenced through case
manager involvement with every person who receives HCBS services. The ability of case managers to
integrate consumer direction and control into their annual ISP planning, person centered planning options
and through building alliances and partnerships with families were identified as specific strategies to
promote consumer control by offering choices and encouraging families to take more control. The three
counties in the sample that participated in the self-determination project all indicated that these grant
dollars were instrumental in allowing counties to have targeted staff who could promote the necessary
change and move in the direction of consurmer controlled supports and services.

Use of standards, expectations, recognition of excellence and other strategies to encourage
inclusion in community programs and activities. A few counties reported they engaged in county
initiated activities to set standards and expectations and to recognize excellence in the inclusion of people
with developmental disabilities and related conditions into the community. These activities included:

* Encouraging case managers to set expectations for community inciusion in their ISP planning and
through participation of all team members

* Setting expectations for community inclusion in contracts with provider organizations to ensure
that people who receive services are active in their communities

Arranging for a work group to look for best practices within the county

o Training provider organizations and case managers to encourage best practices
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» Hosting county sponsored recognition events for foster care providers
e Developing and disseminating a newsletter that includes illustrations of excellence
Eight counties saw community inclusion primarily as a provider responsibility and noted that
their county does little if anything to set expectations or recognize excellence related to community
inclusion.

Choices for HCBS recipients in selecting agencies to provide their HCBS services. Most
counties try to honor family requests for certain provider agencies to provide supports to their family
member and encourage families to pursue options. Several mechanisms were used by counties to support
this choice. Many counties included:

¢ Developing and disseminating booklets to families that identify all potential provider agencies
and provides information on the types of services each provider offers,

Hosting selection meetings and provider fairs, and

¢ Having case managers encourage families to visit and interview a number of provider
organizations.

Many counties also reported that the “reality” in their counties is that families often have little
choice in who provides them with supports. This limited choice is a result of a limited number of
providers within the county and/or limited responses by providers to Requests for Proposals (RFPs). In
addition, if a family wants a provider that is far more expensive than other providers they may be denied a
choice due to cost.

Respect

Respecting choices made by consumers and families. One measure of respect is whether people
are afforded choices. Another measure is whether the choices made are honored. Table C10 summarizes
family reports of whether their choices and preferences are honored, and about whether consumer choices
and preferences are honored by various types of service providers. All of the families who received
respite services reported that their providers respected family choices and preferences most of the time.
Family choices and preferences were respected most of the time for 87.9% of families receiving in-home
supports, 87.0% of families regarding their case manager, 86.2% of families for residential out-of-home
supports and 81.7% of families receiving employment services. Of families with children still in school
only 66.7% reported that the educational system respected their choices and preferences “most of the
time”.
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Table C10: Providers Respect Family And Consumer Choices (Family Surveys)

Indicator of Choice N Most of the  Some of Rarely
, time the time
Providers respect family choices and preferences
Respite services 26 100.0 0.0 0.0
In-home supports 33 87.9 12.0 0.0
Case management 169 87.0 11.8 12
Residential out of home 130 86.2 10.8 31
Employment services 109 81.7 13.8 4.6
Crisis Behavioral (agency) 36 77.8 13.9 8.3
Specialized therapy services 85 74.1 14.1 11.8
Education 48 66.7 18.8 14.6
Providers respect consumer choices and preferences
Respite services 26 100.0 0.0 . 0.0
Case management 141 97.9 0.0 2.1
In-home supports 33 87.9 12.1 0.0
Employment services 102 - 86.3 10.8 29
Residential out of home 121 83.5 13.2 33
Specialized therapy services 73 82.2 12.3 5.5
Crisis Behavioral 33 75.8 18.1 6.1
Education 42 714 11.9 16.7

In regard 1o respect for consumer choices and preferences, all of the families reported that respite
services respected their family members choices and preferences most of the time and 97.9% reported that
case managers did so. On the other end of the spectrum, only 71.4% of families reported that educational
programs respected their family members choices and preferences most of the time. Similarly, only
75.8% of families reported that crisis behavioral services respected consumer choices and preferences,
most of the time.

Respecting the personhood of people who receive HCBS supports. The consumer interview
included several questions about how people are treated within their homes {See Table C11). Most
individuals reported that they could spend time alone with guests if they wished (74.1%}) and that they
could be alone when they wished (86.7%). However, 54% of consumers would like to have more time to
be alone. There were no differences between setting types. One in four consumers reported that people
who do not live in the house enter the house without knocking first. Individuals in corporate foster care

‘settings were significantly more likely to report that People entered the home without knocking than were
people in other types of homes (25.1% vs. 11.9%; X* = 4.87; p < .05). One in ten reported that people
enter their bedrooms without knocking first. There were no differences between setting types on this
indicator. Almost 20% of consumers who were capable of using a telephone reported that their use of the
telephone was restricted. Individuals in corporate foster care settings were significantly more likely to
report restrictions on phone use than individuals in other types of settings (20.5% vs. 6.4%; X’=525p<
.05). More than 10% of consumers reported that someone else opens their mail without asking for
permission. Individuals in corporate foster care settings were significantly more likely to have someone
sometimes or always open their mail without their permission than individuals in other types of settings
(36.5% vs. 21.3%; X* = 5.22; p < .05).

Questions about respect were responded to by 22 individuals from non-white racial or ethnic
groups. There were no significant differences reported on any of these outcomes depending on racial or
ethnic group.
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Table C11: Respect for Consumers (Consumer Interview)

Indicator N Yes Sometimes No

Has privacy with guests 347 M4.1% 15.7% 10.2%
Can be alone with I want 214 86.7% 13.3%
Would like more time alone 200 54.1% 45.9%
Someone else opens my mail 349 13.6% 15.4% 67.0%
People enter house w/o knocking 354 228% 77.2%
Restrictions on using phone 2710 19.3% - 8L7%
People enter bedroom w/o knocking 344  10.3% : 89.7%

'Excludes 89 people who cannot use the phone or who do not have a phone.

Cultural sensitivity. Families reported the extent to which supports and services were cuiturally
sensitive and the extent to which staff communicated with them in their preferred language (See Table
C12). More than 95% of families reported that case management, specialized therapy, employment,
education, respite and out-of-home residential services were culturally approptiate most of the time.
Qverall 93% of families reported that in-home supports were culturally appropriate most of the time.
However, two of five non-white respondents (40%) indicated that in-home supports were culturally
appropriate only some of the time. Crisis behavioral supports were considered culturally appropriate
most of the time by 84% of families, some of the time by 9% of families, and rarely by 6% of families.
Because so few families from racial and ethnic minority groups responded to these questions it is difficult
to generalize these findings to all non-white HCBS recipients.

Table C12: Cultural Sensitivity of Providers (Family Surveys)

Service Type Services are culturally appropriate Staff communicates in your
preferred language
- Most of Some ofthe Rarely | Mostof  Someof  Rarely
the time time the time the time
Case management 99.3% 0.7% 0% 98.6% 0.7% 0.7%
Specialized services 98.6% 1.4% 0%
Employment services 97.9% 2.1% 0% 90.8% 4.1% 5.1%
Education 97.9% 2.1% 0% 85.4% 12.2% 2.4%
Respite services 96.0% 4.0% 0% 100% 0% 0%
Residential out of home 95.9% 2.5% 1.7% 97.4% 1.7% 0.9%
In-home supports* 93.1% 6.9% 0% 94.6% 1.4% 4.1%
Crisis Behavioral 34.4% 9.4% 6.3% 82.4% 8.8% 8.8%

Two of five (40%) respondents from raciaily or ethnically diverse groups reported services were culturally
appropriate only some of the time.

All of the families receiving respite services reported that staff communicate in their preferred
language all of the time. More than 94% of families receiving case management, out-of-home residential,
and in-home supports reported that staff members communicate in their preferred language most of the
time. The services least likely to communicate in the families’ preferred language most of the time were
employment services (90.8% did so most of the time), education (85.4%), and crisis behavioral supports
(82.4%).

Community Inclusion and Participation
Social opportunities. The consumer interviews assessed several dimensions of community
inclusion and participation. One section asked individuals about their social networks (See Table C13).

A total of 71.4% of respondents indicated that friendship was important to them. A similar percentage of
people reported having friends to talk to or do things with (75.8%), having a best friend (75.4%), and
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seeing friends when they want to (73.6%). Almost all consumers surveyed (94.4%) reported that they
saw their families at least occasionally. About three fourths (75.8%) reported seeing their family when

they wanted to.

Table C13: Friends And Families: Social Opportunities (Consumer Interview)
Social Opportunity N Yes Some No
Have friends to talk to or do things with 244 758 18.9 5.3
Have any best friends 232 754 24.6
See friends when you want to 235  73.6 221 43
Friendship is important to me 220 714 22.7 59
Ever see family 252 944 5.6
See family when you want to 223 758 20.2 4.0

When asked about social belonging, 8.0% of individuals interviewed reported that they were
always or often lonely, and 50.9% reported that they were sometimes lonely. Most (88.2%) reported that
they were usually happy. Fifteen individuals from non-white racial or ethnic groups responded to
questions about social opportunities. There were no differences between the groups on most items. The
exception was that adults from non-white racial or ethnic groups were significantly less likely to ever see
their family members than other adults (80.0% vs. 95.4%; F (1,250) =645, p < .05).

Figure C1: Emotional Well-Being/Social Connectedness (Consumer Survey)

How Often Do You Feel Lonely? ‘Are You Usually Happy or Sad?
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Community activities. Of the 374 consumers interviewed, 61.8% reported living in a place that
was centrally located in a city or town, 26.5% reported being within walking distance of a city or town,
and 11.8% reported living in a physically remote location (See Table C14). More than 90% of consumers
reported at least sometimes going out on errands (97.5%), going shopping (96.2%), going out to eat
(95.9%), or going out for entertainment (92.1%). Three fourths (74.7%) reported going out for exercise
or sports. While going to religious services was really or somewhat important to 71.6% of consumers,
only 54.6% reported that they go to religious services. There were no differences between persons in
corporate foster care settings and other settings in whether they participated in these activities.
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Table C14: Participation In Community Activities (Consumer Interview)

Activity N Participates Level of Importance
Really Somewhat ~ Not

Go out on errands 361 97.5%

Shopping 366 96.2% 61.8% 27.8% 10.5%
Go out 1o eat 364 95.9%

Go out for entertainment 365 02.1% 62.0% 29.2% 8.8%
Go out for exercise or sports 364 74.7%

Go to religious services 359 54.6% 46.4% 25.2% 28.5%

Families reported the extent to which consumers participated in community activities while
receiving supports from various types of providers. Fewer than 60% of families reported that family
members spent most of their time in community activities with any service type. Overall, 55.6% of
families reported that consumers were involved in community activities most of the time when served by
out-of-home residential providers, while 43.8% reported the same for employment services, and 38.6%
did so for education settings. Of the parents whose child was in school 28.2% reported that their child
spent most of their time in activities with peers without disabilities at school, 35.9% reported that their
child spent some of their time with non-disabled peers, and 35.9% reported that their child rarely spent
time in activities with peers who did not have disabilities. Most parents (63.6%) who received in-home
supports reported that their family member spent some of the time involved in community activities while
those supports were being provided.

Table C15: Family Member Is Involved In Community Activities When Served By This Provider

{(Family Survey)
Family member is involved in community activities N  Mostof Someof Rarely
- : the time  the time
Residential out of home 133 55.6 346 9.8
Employment services 89 43.8 34.8 21.3
Education 44 38.6 43.2 18.2
Involved in activities with peers without disabilities at school 39 28.2 359 359
In-home supports ' 33 12.1 63.6 24.2

An important factor in whether individuals will be able to participate in community events and
activities is whether they have transportation to get to those events and activities. Overall, 85.6% of
consumers reparted that the almost always could get to the places they wanted to go, 12.5% reported they
sometimes could, and 1.9% reported the almost never had transportation to desired events or activities
(See Figure C2). There were no significant regional differences in access to transportation.
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Figure C2. Do you have a way to get to places you want to go?
(Consumer Interview) (N = 361)
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Provider linkages to community supports (family surveys). Finally, families reported the extent
to which various types of providers helped them link to various community supports, and the extent to
which those providers assisted their family members to build social connections with families, friends or
~ neighbors (See Table C16). Residential out-of-home providers facilitated community connections most
of the time for 92.9% of all families. Case managers, transportation providers and respite services helped
families make get other supports from the community most of the time for just over 70% of families
receiving those types of services. For more than half of families who got in-home supports, those
providers rarely helped them get other supports from the community.

Table C16: Assistance Provided To Families By Various Provider Types To Make Community
Connections (Family Survey)

Assistance getting needed supports N = Most of the time  Some of the time  Rarely
(Yes) (No)
Provider helps you to get other supports from the community
Residential out of home 127 92.9 7.1
Case management 151 74.8 25.2
Transportation 41 73.2 26.8
Respite services 21 71.4 14.3 143
Employment services 92 68.5 315
Crisis Behavioral (agency) 22 63.6 227 13.6
In-home supports 25 20.0 240 56.0
Provider helps your family member find families, friends or neighbors to provide supports needed
Residential out of home ' 97 75.3 | 24.7
In-home supports 25 68.0 12.0 20.0
Employment services 77 57.1 429
Transportation (providers & cm help find it) 72 56.9 8.3 34.7
Case management 113 45.1 115 434
Crisis Behavioral 22 40.9 9.1 50.0
Education 40 35.0 65.0
Specialized therapy services 58 328 20.7 44.8
Respite services 21 14.3 4.8 81.0

Residential out-of-home providers were most likely to assist consumers make community
connections (75.3% of families reported they do so most of the time). However, even for this service,
almost 25% of families said residential out-of-home providers rarely assisted their family members to
find families, friends or neighbors to add to their support networks. Twenty percent of families said in-
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home support providers rarely assisted family members to add people to their support networks, and
42.9% of families said vocational providers rarely do so.

Provider Perspective Regarding Barriers to Community Inclusion

The provider survey included ten questions about factors that limited or restricted access to
community supports. A total of 235 providers responded to these questions. None of the listed factors
were barriers for more than half of the provider (See Table C17). The most common barriers reported
were: too few staff scheduled (reported by 43% of all provider respondents), behavioral needs of
consumers (43%), and lack of consumer interest in community activities (40%). There were significant
differences by provider type, region or both for three of the ten factors. Vocational providers reported
significantly more difficulty with transportation than did residential providers. Furthermore, for both
residential and vocational providers, transportation was an issue for substantially more of the metro area
providers that for providers in the other regions. Lack of program money was significantly more likely to .
be reported as a barrier for vocational programs than for residential programs. Finally, metro area
providers were significantly more likely to report “other” barriers than were providers in other regions.

Table C17: Factors That Restrict Requested Community Activities (Provider Survey)

Vocational Residential
Factor Metro GM Ruaral | Metro GM Rural Total F Diff
urban urban

Too few staff scheduled 40% 43% 55% 40% 47% 43% 43% 0.34
Behavioral needs 49% 57% 65% 32% 47% 36% 43% 2.19

Lack of consumer interest 20% 38% 35% 42% 47% 48% 40% 1.62

Lack of personal $ 46% 38% 35% 33% 26% 43% 36% 0.94

Position vacancies 46% 24% 1% 5% 28% 32% 31% 1.77

Medical needs - 40% 38% 3I5%. 22% 16% 23% 26% 1.78

Lack of Transportation 54% . 19% 25% 28% 9% 0% 24% 6.46*** P, R!
Lack of program $ 31% 29% 40% 11% 7% 23% 20%  3.66%* P
Other 34% 4% 10% 17% 9% 11% 16% 2.34* R
Staff breaks/ schedules 11% 10% 1% 3% T% 16% 99 1.35

N =235. An overall multivariate analysis of variance showed significant differences by region and by type of
provider in barriers to community activities.

Group differences P = Provider type, R = Region. * p < .05, ** p<.01, *** p<.001;

'Metro providers reported significantly more difficulties with transportation than providers in other Tegions.

Continuity of Services

One of the miore basic indicators of quality is whether people in the HCBS program receive stable
supports over time. On the consumer interview, the vast majority of adults surveyed reported they had
lived in the same location for at least one year (88.9%). The proportion living in two or more places
during the year was highest in GM rural counties {13.8%), and lowest in GM urban counties (4.5%). A
total of 11.2% of metro area consumers had lived in two or more places during the year.

Providers also reported on the rate at which individuals moved in and out of their programs in the
previous year (See Table C18). In the year prior to the survey, 34.1% of residential sites added a new
consumer to the site and 22.2% had one or more consumer leave. The most common reason consumers
left a site was because they died (11.3% of sites reported one or more consumer death in one year). Other
reasons consumers left were to move to another site within the same agency (9.0% of sites had one or
more person move), to move to a different agency (5.9% of sites), to obtain a different type of residential
support (5.8% of sites), and other reasons (1.8% of sites). There were no regional differences in the
proportion of sites that added a new consumer or had a consumer leave.
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Table C18: Percent of Residential Sites with Changes in Consumers in 1 Year (Provider Survey)
Indicator N of Sites  Percent w/1 or more Number of Consumers
change Range Mean
Added new consumers 82 34.1 0-8 0.59
Consumer Left (Reason}
Died 71 11.3 0-2 0.13
Moved to another site 67 9.0 0-6 0.18
For another agency 68 59 0-2 0.07
For a different service type 69 5.8 0-1 0.06
Left for other reasons 56 1.8 0-2 0.04
Total 74 : 22.2 0-6 0.35

Several possible conclusions could be drawn from these findings. One is that a considerable
number of consumers in SLS settings experience changes in housemates in a one-year peried. More than
one-third have a new housemate while almost one-quarter have one or more housemates leave. More
than 10% of SLS sites had one or more consumer death in a year. Another possible conclusion, if people
are moving because of poor initial matching in where and with whom individuals will live, would that
poor planning and possibly of lack of choices may be involved. If people are moving because of lease or
other housing issues, this may suggest a management or resource issue. However, if people who initially
chose their current location are moving because they want to live elsewhere or with different people,
turnover of consumers could reflect that providers are respectful and accommodating of individual
choices. '

Quality of HCBS versus ICF-MR Services

Case manager perspective. In the general case manager survey, case managers compared the
outcomes of HCBS Waiver services to outcomes in ICF-MR services (See Table C19). They rated
outcomes in 20 areas, and in seventeen of those 20 areas outcomes were considered better for people
receiving HCBS. Case managers considered HCBS to be superior in terms of having choices in whiat to
do in free time, having privacy, living in places that feel “like home,” participating in the community,
picking where and with whom a person will live, and growth in independence. ICF-MR services were not
rated as significantly superior in any of the rated areas. In most cases there were no differences by region.
The exception was for staff training where case managers in metro area counties felt ICF-MR staff were
better trained but case managets in GM urban counties felt HCBS staff were better trained.
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