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l. INTRODUCTION

Laws of Minnesota, 2007, Chapter 147, Article 7, Section 73, directs the Department
of Human Services (DHS) to bring recommendations to the Legislature regarding
“how the State of Minnesota can most effectively assist persons 65 and older in
selecting long-term care services that meet their needs, reflect their preferences and
enable them to maintain financial self-sufficiency aslong as possible.” Thisreport is
submitted to the Legislature in response to this requirement.

Minnesota Statutes, Chapter 3.197 requires report to the legislature to identify the
cost of preparing areport. The cost for preparing this report is $200,000.00.

Thisinformation is available in other formsto people with disabilities by calling 1-
651-431-2600 toll free at 1-800-882-6262 (VOICE) or 1-800-627-3529 (TTY).

Printed with a minimum of 10 percent post-consumer material. Please recycle.



Executive Summary

The 2007 Minnesota Legislature directed the Department of Human Services (DHS) to
conduct a study to addressthe question “ how the State of Minnesota can most effectively
assist persons age 65 and older in selecting long-term care services that meet their needs,
reflect their preferences, and enable them to maintain financial self-sufficiency aslong as
possible” In January 2008, the Continuing Care Administration of DHS contracted with
Wilder Research to conduct a study to answer this question with specific focus on
housing with services, assisted living, and in-home services.

DHS convened a stakeholder groupin August 2007 including representatives from AARP,
Minnesota Department of Health, Minnesota Department of Commerce, Minnesota Office
of Ombudsman for Long-Term Care, Alzheimer’s Association, Blue Cross, Care
Providers of Minnesota, Aging Services of Minnesota, Minnesota Home Care Association,
Eldercare Rights Alliance, Minnesota Senior Federation, Senior LinkAge Line®, hospital
discharge planners, Arrowhead Area Agency on Aging, Eldercare Development
Partnership, Medica, Ramsey County, Chisago County, Hennepin County, the Central
Minnesota Council on Aging, and Bloomington Public Health. The Minnesota
Department of Health and the Minnesota Board on Aging were also represented at the
meetings. Members of the diverse stakeholder group provided valuable input on all study
activities. However, the findings and recommendations of this study and reports do not
represent a consensus of the stakeholder group, nor do they necessarily represent the
views of the organizations participating in the group.

Generdly, long-term care refersto the full spectrum of services needed by older adults
due to physical and/or mental impairments, and includes both nursing facility care and
home and community-based services. In this study, the focusis specifically on housing
with services, assisted living, and in-home services such as home care, transportation,
companion services, home delivered meals, etc.

The study sought information about two key areas: 1) the factors that influence long-term
care choices and decision making, and 2) the factors that enable long-term care
consumers to maintain financial self-sufficiency aslong as possible. Wilder Research
completed four in-depth reports on the major activities of the study: 1) aliterature review;
2) areport oninterviews with key informants, on-line surveys of providers and decision-
support staff; 3) a secondary data analysis; and 4) areport on surveys and focus groups of
consumers and their family members.
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Themes Throughout the Study

Therewere severa themes that cut across all of the issues examined within this study.
These issues must be considered in light of the current economic crisis, which has had a
negative impact on the retirement savings of many older adults, and certainly will affect
the ability of someto remain financially self-sufficient for aslong as they might have, if
retirement savings were stable While some of the recommendations in this report will
require additional investment, there are many which focus on better targeting of existing
resources.

1. Consumers need good information about long-term care
options that is readily available and easy to use.

Consumers need to be provided with accurate, reliable information that allows them
to easily compare options. The complexity and lack of standardization in
terminology used in the long-term care industry creates challenges for consumers,
their family members, and professional decision support staff. It isdifficult for
consumers to discern which services and which providers offer the most appropriate
and cost-effective services to meet a particular need. Work is needed to develop
more standardized terms, definitions, and pricing information across al long-term
care services and settings. The Uniform Consumer Information Guide (UCIG) could
be used as amode for this effort with some modifications, e.g., separating rent from
service costsand providing specific price information on all services.

Consumer-friendly quality report cards for home and community based services could
be developed. Since consumers value word-of-mouth as a method of obtaining long-
term care information, more consumer satisfaction quality measures that are trusted
and reliable should be devel oped and made available to older adults.

2. A multi-pronged, targeted approach to long-term care information
is required to meet the varying needs and situations of
consumers.

The Minnesota Department of Human Services, the Minnesota Board on Aging, and
their partners are now using a multi-pronged approach, through the MinnesotaHelp
Network, to provide long-term care information and decision support using telephone,
Internet, print materials, and face-to-face supports. This approach provides several
options for how consumers receive information, and this approach needs to continue,
based upon our findingsin this study. Individuals use avariety of sources to obtain
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information, and in order to maximize the reach of thisinformation, several options
are needed. Consumers typically make a series of long-term care decisions as their
needs and resources change. It isimportant that appropriate information be provided
a the“right time.” The Survey of Older Minnesotans or comparable instruments
could incorporate items to determine which types of consumers and family members
use/don’t use various sources including Senior LinkAge Line® , Long-Term Care
Consultation, or the Office of Ombudsman for Long-Term Care Thisinformation
could then be used to address their information and assi stance needs more effectively.

We need to increase the capacity of individuals to finance
(more) of their own long-term care.

The State should ensure that adequate tools exist for advance financial planning for
long-term care. While there are limited private financing options from which
consumers can choose, those that are avail able need to be presented and described to
consumers before retirement age. The Long-Term Care Partnership with its financial
incentives for consumers and the State could be more heavily promoted. Employers
could be encouraged to offer their employees a Health Care Savings Plan (HCSP). A
program comparable to AARP' s 55 Alive could be devel oped to encourage older
adults to learn more about long-term care services and financing and discuss
preferences and decisions with family and friends in order to receive a discount on
their Medicare supplemental insurance premium.

Recognizing the desire of most older adults to stay financially self-sufficient,
consumers need good information about how they can use their own income and
assets most effectively and all the strategies they can employ to address risk factors
for long-term care.

More detailed information is needed to project future demand
for Medical Assistance (Medicaid).

The Minnesota Department of Human Services does not have adequate information to
project the financial resources the State will need to cover the cost of future long-term
carein Minnesota. The Minnesota State Demographer and Minnesota Department of
Revenue might be able to assist the Minnesota Department of Human Servicesin
gathering information about the financial circumstances of current older adults using
private or third-party resources to pay for long-term care. The State could then make
more accurate projections about future demand and eligibility and develop and
implement strategies to promote prolonged financia self-sufficiency of individuals.

iii
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5. More emphasis is needed on the role of informal caregiving.

There should be more emphasis placed on the role of informal caregiversin
maintaining the financial self-sufficiency of older adults. Because of their close

relationship with their older relative, these caregivers are in a good position to know
the financia situation of the older relative, and be able to assist in their financial

decisions related to long-term care.
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Part I. Long-term care decision making

This portion of the study sought to answer the following questions:

1. What factorsinfluence the long-term care choices and the decision-making
process of consumers and those who make decisions on their behalf?

2. Which of these factors can the State influence to more effectively help persons
age 65 and older in Minnesota select services that meet their needs and reflect
their preferences?

Key findings:

e Reasons people need long-term care. The most common reasons people need
long-term care servicesinclude lack of family caregivers, physical limitations,
cognitive impairments, and limitations in mobility and/or home maintenance.

e Lack of advance planning. Thereisasignificant lack of advance planning for
long-term care needs among older adults. Professionals are limited in their ability
to provide assistance to consumersin crisis situations, because there is not enough
time to gather complete information and because services are difficult to access
immediately, particularly in Greater Minnesota.

e Proxy decison makers (family members) are very involved in long-term care
decisions. Consumers make decisions about long-term care on their own in only
about one out of five cases. Inthe mgority of cases, consumers adult children or
other family members are the primary decision makers. Often, these proxy
decision makers do not solicit input from the older adult in need of long-term
care, and also they may have different values that can lead to conflict. Consumers
report, however, that they feel their preferences have been taken into account by
their family members when decisionsare made. Other important sources of
influence are physicians and other professionals.

e Keyinformation sought by consumers. Consumers and their family members
value information regarding what services are available and when services are
available, information on costs of services, and information on service quality.

e Availableinformation isunderutilized, and when sought, is perceived as
difficult to useand unreliable. Whilethereisalot of information available
about different long-term care options, few consumers or their families seek it out.
Those that do seek out information from a variety of sources report that it is often
difficult to use. Thelack of standardization of service definitions makesit hard to
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compare options. Price information istypically available only through direct
contact with the provider. And, information is quickly outdated, both on the
Internet and in print materials. Quality information, such as reports from
licenang surveys is not always consumer-friendly.

L ocation, race/ethnicity and family situation affect decison making. Long-
term care decision-making approaches and preferences differ by location,
race/ethnicity, gender, and family situation. Many minority elders, particularly
those who are immigrants or refugees are concerned about more basic immediate
needs such as food, shelter, and immigration status. Planning for future long-term
careistherefore alower priority. Minorities are often further challenged by
language and the lack of culturally appropriate services.

Wor d-of -mouth isthe sour ce of infor mation most used by consumers. While
agrowing number of consumers and their family members use tel ephone-based or
in-person assistance to obtain long-term care information, they rely primarily on
information from friends and peers. Word of mouth is the most frequently used
source of information on long-term care services for both consumers and their
family members. State resources, particularly Senior LinkAge Line® and Long-
Term Care Consultation, as well asthe Long-Term Care Choices Navigator tool
on MinnesotaHel p.info® are valuable and useful sources of information for
consumers, but there is limited awareness of these supports.

Recommendations on long-term care decision-making supports

1.

Target long-term care decision-making supports. Our goa should be to
provide the right information, in the right format, in the right location, in the right
amount at the right time.

A. Providetargeted arisis intervention and support.

1. Develop services that better address the needs of older adults and their
family members who are in a crisis situation when they begin their long-
term care search.

2. Make contact information for the Office of Ombudsman for Long-Term
Care available at critical transition points such as termination of services
or tenancy so that the consumers know they are available to assist with
problem-solving.

vi
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B. Providetoolsand servicesthat support advance long-term careplanning.

1. Partner with providers of the long-term care services typically used first,

such as transportation and chore, to engage consumers in earlier
planning for their long-term care.

Develop additional Internet and paper self-help tools that enable
consumers and family membersto compare long-term care options and
to make informed decisions.

Publicize the availability of advance planning tools and encourage
consumers to communicate with their families about their decisions.
Assure that tools are available to facilitate advance planning between
consumers and family members. These tools should be designed for
consumers to clearly indicate their preferences in the event they are no
longer capable of making decisions on their own behalf. Tools and
supports aso need to reflect the impact of family dynamics on decision-
making and vice versa.

C. Ensurethat good information isreadily available and easy to use.

1. Consumers and their family members, especially adult children, should

have access to complete and useable information about long-term care
optionsincluding cost information.

Ensure that long-term care service options and pricing information are
presented in a common format with standardized definitions of services
for ease of comparison.

a. Usethe Uniform Consumer Information Guide in al housing with
services establishments. Develop and use acomparable format and
list of services for other home and community-based licensed
services to provide information to consumers and the State.

b. Research additional ways to standardize consumer satisfaction and
service quality measures and make these available to older adults
in Minnesota. Develop a consumer report card comparable to the
existing Nursing Home Report Card for housing with services,
assisted living, and licensed in-home services.

vii

Department of Human Services, Continuing Care Administration

March 2009



2. Leverage high quality decision support across health and long-term care
service networks.

A. Engage health and long-term care professionals as part of MinnesotaHelp

Network and encourage use of the MinnesotaHel p.info® database.

. Offer “informed choicetraining” for clinicians and other health care

providers who are involved in long-term care decision making, to increase

the patient-centeredness of professional consultation. Offer no- or low-cost
training that meets professional continuing education requirements and use
technology such as video conferencing to increase access and participation.

. Provide education to health and long-term care professionals to increase

their knowledge of how long-term care services are labeled and marketed,
so they can provide accurate comparisons across available optionsto their
clients.

3. Plan for and monitor the anticipated growth of older adult populationsfrom
diverse backgrounds.

A. Ensure that decision-making supportsare culturaly and linguistically

appropriate for al groups of older adults, and monitor the supply of
culturally appropriate long-term care services/supports available for the
increasingly diverse population of older adults in Minnesota.

. Create incentives to encourage service providers to offer culturally

appropriate long-term care services, and track demographic and cultural
differencesin long-term care preferences, decision-support needs, and
service use in Minnesota.

Part 1l. Long-term care consumers and their financial self-sufficiency

This portion of the study sought answers to the following questions:

1.

What factors enabl e long-term care consumers to maintain financial self-
sufficiency aslong as possible?

What factors contribute to increasing or decreasing the cost-efficiency of
State-paid long-term care services?

What service substitution options would prolong financia self-sufficiency?

viii
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4. Which of these factors can the State influence to more effectively help persons
age 65 and older in Minnesota maintain financial self-sufficiency aslong as
possible and ensure the State is using its limited resources in the most cost-
efficient manner possible?

Key findings

Older adults prefer to remain financially independent. In general, older adults
prefer to remain financially independent and avoid use of State-paid services.
However, in some cases, this means that older adults choose to go without
services they need rather than paying out-of-pocket, which can result in more
demand for crisis-based services.

Consumer s and family members are not awar e of the cost of long-term care
services Thereisalack of health care financia literacy, in general, and long-
term carefinancial literacy, in particular.

Most consumers do not under stand payment optionsfor long-term care. For
example, they do not know:

- Which long-term care services can/cannot be paid for by public programs
such as Medicare and Medicd Assistance.

- Theincome and asset dligibility standards for Medicd Assistance.
- That their Socia Security may be inadequate to pay for their long-term care.

- That Elderly Waiver (EW) and Alternative Care (AC) pay for services, not
housing or food, and that a recipient’s personal needs alowanceis limited.

Financial planning for futurelongterm careneedsislimited. Many
consumers believe that long-term care is a public entitlement. The private
financing options that are available are not well understood by most consumers.

New patterns of Medical Assistance use are emerging within housing with
services and assisted living. A significant portion (66 percent) of EW recipients
receive Customized Living servicesin assisted living facilitiesn their first month
on Medical Assistance. However, there is not enough information on these
individuals to forecast future demand for EW. The State does not have
information on:

0 When EW recipients moved into the housing with services establishments.
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- How close consumers living in various settings and using long- term care
services are to depleting their personal resources resulting in eligibility for
Medical Assistance.

e EW recipientsin Greater Minnesota generally usehigher cost servicesthan
their counterpartsin the Metro area. About 35 percent of EW recipientsin
Greater Minnesota were authorized for Customized Living servicesin assisted
living faciliteis as opposed to 24 percent of EW recipients in the Metro area.

Recommendations to increase consumer financial self-sufficiency
1. Increaseconsumer literacy about long-term care financing.

A. Assurethat good financia literacy education programs are available across the
state.

1. Content should include: a) the range of long-term care services available,
b) costs associated with different housing and service options, ) eligibility
for and limitations of public funding sources, d) financial implications for
consumers and their families, and €) vehicles for financia planning.

2. Partner with education programs such as University Extension to assure
that curriculum has appropriate content, is easy-to-use and readily
available, and partner with existing community groups to deliver training
where seniors and adult children already congregate, e.g., faith
communities.

B. Develop aprogram based on the model of AARP s 55 Alive/Safe Driver
Program to encourage older adults to learn about long-term care services and
financing and discuss preferences and decisions with family and friendsin
order to receive adiscount on their Medicare supplemental insurance
premium.
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2. Maketoolsand decision support services available that enable easy cost
comparisonsamong housing and service options.

A. Develop Internet and paper tools for consumers, their family members and
decision support professionalsto easily compare costs of different housing
and service options.

B. Encourage MinnesotaHelp Network decision support staff to discuss the use
of non-State-funded solutions with consumers whenever possible and

appropriate.

1. Provide consumers with information on how Medicare benefits can be
used to meet their needs and reduce their risk for long-term care, e.g.,
access Medicare benefit for physical therapy to reducerisk for falls
instead of moving to a place that has staff available to respond to afall
after the fact.

2. Encourage informal caregivers to access decision supports and other
servicesto prolong the duration and quality of carethey provide.

3. Increasethe capacity of individualsto financetheir own long term care.
A. Continue to promote Health Care Savings Plans through employers.

B. Promotethe Minnesota Long-Term Care Partnership, which enables
Minnesota residents who purchase certain long-term care insurance policies to
have more of their assets protected if they later need the State to help pay for
their long-term care.

C. Expand the availability of federally credentialed counseling to older adults
regarding reverse mortgage options.

4. Promote the use of lower-cost preventative services.

A. Assurethat services needed for older adults to stay in their own homes and
communities, e.g., transportation and chore services, are readily available.

B. Develop messages and strategies that encourage earlier use of limited help,
e.g., transportation or chore services, in order to prevent or delay the need for
more expensive services.

xi
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C. Monitor and implement evidence-based practices that have proven cost-to-
benefit ratios e.g., specific caregiver module that increases the duration of
caregiving and delays nursing home placement.

5. Gather moreinformation about the financial circumstances of older adults.
Utilize the county-by-county data recently made available through the Minnesota
Elder Economic Security Index (EESI) to describe the current cost of living for
persons age 65 and over including housing, food, transportation, health care and
long-term care, compared to the average income for older people in that county.
Disseminate this information widely to providers, elected officials and
policymakers.

Xii
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Background

The 2007 Minnesota Legislature directed the Minnesota Department of Human Services (DHYS)
to conduct a study to determine “how the State of Minnesota can most effectively assist persons
age 65 and older in selecting long-term care services that meet their needs, reflect their
preferences, and enable them to maintain financia self-sufficiency as long aspossible”! In
January 2008, the Continuing Care Administration (DHS) contracted with Wilder Research to
conduct the study, with specific focus on housing with services, assisted living, and in-home
Sservices.

DHS convened a stakeholder groupin August 2007 including representatives from AARP,
Minnesota Department of Health, Minnesota Department of Commerce, Minnesota Office of
Ombudsman for Long-Term Care, Alzheimer’s Association, Blue Cross, Care Providers of
Minnesota, Aging Services of Minnesota, Minnesota Home Care Association, Eldercare Rights
Alliance, Minnesota Senior Federation, Senior LinkAge Line®, hospital discharge planners,
Arrowhead Area Agency on Aging, Eldercare Development Partnership, Medica, Ramsey
County, Chisago County, Hennepin County, the Central Minnesota Council on Aging, and
Bloomington Public Health. The Minnesota Department of Health and the Minnesota Board on
Aging were also represented at the meetings. Members of the stakeholder group provided
valuable input on all study activities. However, the findings and recommendations of this study
and reports do not represent a consensus of the stakeholder group, nor do they necessarily
represent the views of the organizations participating in the group.

This study sought to answer questions in two areas.
Part |. Long-term care decision making

1. What factors influence the long-term care choices and the decision-making
process of consumers and those who make decisions on their behalf?

2. Which of these factors can the State influence to more effectively help persons
age 65 and older in Minnesota select services that meet their needs and reflect
their preferences?

Part Il. Financial self-sufficiency

1. What factors enablelong-term care consumers to maintain financial self-
sufficiency aslong as possible?

2. What factors contribute to increasing or decreasing the cost-efficiency of State-
paid long-term care services?
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3. What service substitution options would prolong financial self-sufficiency?

4. Which of these factors can the State influence to more effectively help persons
age 65 and older in Minnesota maintain financial self-sufficiency aslong as
possible and ensure the State is using its limited resources in the most cost-
efficient manner possible?

Thisreportis asummary of the key findings on both parts of this study. Wilder Research
completed four detailed reports on the core study activities:

B A literaturereview

B \Web-based surveys and key informant interviews of providers and professional decision
support staff

B Secondary dataanaysis

B Surveys of and focus groups with consumers and their proxy decision makers (called
“family members” throughout this report)

All of thedetailed research reports from each study activity can be downloaded from
http://www.dhs.state.mn.us/main/dhs16 144477. The methods used for all parts of the study are
summarized in Appendix A. Appendix B includes some background information about changing
demographics in Minnesota that will affect long-term care services and funding in the future.

Glossary

Assisted living: A service or package of services advertised, marketed, or otherwise described,
offered, or promoted using the phrase “assisted living.” “Assisted living” providers must meet
the requirements of Minnesota Statute 144G. Assisted living is a subset of “housing with
services.”

Consumers: Older adults who have recently purchased or are looking into purchasing long-term
care services. See Appendix A for amore detailed description of the sub-group of consumers
who were interviewed for this study.

Customized living: A bundle of services paid for by Elderly Waiver (EW) that can only be
provided in ahousing with services establishment. Customized living does not include rent or
raw food. This EW service was formerly called assisted living.

Housing with services establishment: A housing establishment, registered with the Minnesota
Department of Health, which offers two or more supportive services or one or more health-
related service. Establishments in which 80 percent of residents are 55 and over must register.
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Registration is optional for establishments in which less than 80 percent of residents are 55 or
older.

Key informants: Individuals who were identified by this study’ s stakeholder group as experts
on the issues of long-term care decision making and/or financia planning for long-term care. See
Appendix A for amore detailed description of the key informants who were interviewed for this
sudy.

Longterm care services. Generally, long-term care refersto the full spectrum of services
needed by older adults due to physical and/or mental impairments, and includes both nursing
facility care and home and community-based services. In this study, the focusis specifically on
housing with services, assisted living, and in-home services such as home care, transportation,
companion services, home delivered meals, etc.

Long-Term Care Consultants (L TCCs): Professionals who aid older adults and their helpersin
making decisions about long-term care services through provision of Long-Term Care
Consultation, a service provided through counties, Indian Tribes or health plans.

LongTerm Care Partnership: A public/private arrangement between long-term care insurers
and Minnesota s Medical Assistance program. Minnesota residents who purchase certain long-
term care insurance policies have a fixed amount of their assets protected if they later need the
State to help pay for their long-term care.

MinnesotaHel p.info®: An online tool (web application) that provides community resource
information and interactive decision support tools that facilitate informal assessment and
community support planning to consumers and the persons involved in assisting them.

MinnesotaHelp Network: The MinnesotaHelp Network has four channels of serviceddivery to
Minnesota citizens. The phone serviceis provided by the Senior and Disability Linkage Lines. Online
distribution of information is done through thewww.MinnesotaHelp.info web site. Online chat is aso
offered through this site, and informational materials and connections to the linkage lines are offered
through “outreach sites’ across the state.

Nursing Home Diversion Project: A Minnesotainitiative designed to: 1) promote earlier
identification of older adults at risk of nursing home placement and Medical Assistance spend-
down; 2) develop and implement atriage process; and 3) target interventions to better manage
and reducerrisk factors.

Professional decision support staff: Any professional who assists older adults and their helpers
in making long-term care decisions. For this study, LTCCs, Senior LinkAge Line® staff, and
nursing home and hospital discharge planners were the primary groups included. See Appendix

Department of Human Services, Continuing Care Administration
March 2009



A for amore detailed description of the professional decision support staff who were surveyed
for this study.

Proxy decision makers: Individuals (non-professionals) who help older adults to make long-
term care decisions. These are typically adult children but could also be spouses, other relatives,
or friends. See Appendix A for amore detailed description of the proxy decision makers who
were interviewed for this study. Throughout this report, these individuals arereferred to as
“family members.”

Senior LinkAge Line®: Operated by the Minnesota Board on Aging and its seven Area
Agencies on Aging, the Senior LinkAge Line® is a phone-based service that offersinformation
and assistance to older adults and their family caregiversin avariety of areas. The areasinclude
information on local long-term care supports, Medicare counseling, assistance with access to
public programs, and connecting people to home and community-based service programsin their
local community.

Service providers: Organizations or individuals that provide long-term care services to older
adults. See Appendix A for amore detailed description of the sub-groups of service providers
that were surveyed for this study.
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Part I.
Factors affecting long-term care decision making

An important goal of this study was to better understand those factors that affect long-term care
decision making. Most individuals do not plan ahead for their long-term care needs. This means
that all too often individuals and their families are caught unprepared when an incident or health
crisis occurs. The older person and/or their family member must make major decisions within a
few hours or days that will affect them the rest of their lives: decisions on whether to move or
stay in their home, how to meet long-term care needs, how to pay for needed services, etc.

In order to better understand these factors, the study included surveys and focus groups with
consumers and their “proxy decision makers’ (usually family members) to find out what process
they use to obtain information to make decisions on how to meet long-term care needs. The
factors that affect this process and our findings from this part of the study are described below.

A. Characteristics and circumstances of the consumer

Certain characteristics and circumstances of older consumers strongly influence their need for
long-term care services. Some of the most important risk factors for needing long-term care
servicesinclude:

e Thelack of informal caregivers

e Physical impairments

e Cognitive imparments

e Theneed for transportation and home maintenance assi stance?

Informal caregivers. Research has found a strong correlation between the degree to which
consumers receive informal care and support from relatives and the extent to which nursing
home care and other long-term care services are utilized.®> About 42 percent of long-term care
service providers that participated in this study reported that caregiver stress or burnout or lack
of afamily caregiver were “frequently” reasons why consumers inquired about their services.
Most professional decision support staff who participated in this study reported referring
consumers to long-term care options across the continuum because of family caregiver issues.
Compared with the professionals who were surveyed, fewer family members and consumers who
participated in this study cited family caregiver issues as areason for needing long-term care
services. This can be at least partially attributed to the fact that the consumers who participated in
this study tended to be receiving more informal long-term care services In addition, the family
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members who help with decision making tended to also fill the role of caregiver. Therefore,
consumers who do not have family caregivers are likely to be under-represented in this study.

Physical limitations and cognitive impairment. Physical limitations, usually measured by
limitationsin Activities of Daily Living (ADLS) or risk for falls, and cognitive impairment, typicaly
measured by limitationsin Instrumental Activities of Daily Living (IADLS) or diagnosis of dementia,
are aso significant predictors of long-term care service use.* Among groups participating in this
study, professional decision support staff were morelikely than all other respondent groups to
report physical impairment and cognitive impairment as reasons for recommending long-term
care services, while consumers wereleast likely to indicate that they needed services due to
physical limitations or cognitiveimpairment. This could be due to the sample of consumersin
this survey, sincethey were able to participate in telephone interviews, and may have been
higher functioning than consumers who were not able to do this.

Limitations in mobility and need for home maintenance. Finally, need for assistance with
transportation and home maintenance are commonly cited reasons for needing long-term care
services, particularly among the consumers and family memberswho participated in this study.
These limitations are often the first signs that an older adult is having problems with day-to-day
tasks. (See Figure 1.)

Figure 1. Factors associated with the need for long-term care services
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Figure 1. Factors associated with the need for long-term care services (continued)
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* Note. For providers, this is percent who said these are “frequently” reasons why consumers inquire about their services; for
professional decision support staff this is the percent who said they would recommend nursing homes, assisted living or housing with
services, or other formal services to consumers in these situations; and for proxy decision makers and consumers, this is percent who
said “yes” this was a main reason to seek long-term care services. Consumers and proxy decision makers were asked about mobility
assistance and assistance with personal care in one combined question. Consumers were not asked about memory loss
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B. People involved in long-term care decisions

This study found that about 20 percent of older consumers make decisions about long-term care
on their own. However, in the majority of cases (80 percent), consumers adult children or other
family members arethe primary decision makers, with or without input from the older adult.
Related research on this topic has found similar results. Decisionsabout long-term care services
aremade for the consumer by others for up to two-thirds of older consumers.®

Over three-quarters (78 percent) of the consumers who participated in this study felt that their
opinions were considered “alot” in deciding which long-term care services they should receive
and another 18 percent felt that their options were considered “alittle” in making the decision.
Only 4 percent felt that their opinion was “not at all” considered. It islikely that the consumersin
this study were better able to participate in decision making than many consumers with cognitive
or memory challenges, since they were able to participate in atelephone interview for this survey.
Most of the professional decision support staff and service providers who participated in this
study felt that most consumers they know either made their decisions after some input from
others (about 46 percent), or had decisions made for them about which long-term care services to
select (about 32 percent). (See Figure 2.)

Figure 2. Consumer’s role in long-term care decisions
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Role of Adult Children

Adult children and other informal support persons have significant influence over consumers
long-term care decisions. Service providers and professional decision support staff who
participated in this study reported that adult children of consumers have more influence over
consumers’ decisionsthan any other group. Consumers themselves were also very likely to
report being influenced by adult children and other family members.
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These family members are often the primary investigators of housing and long-term care services
for their older relatives. The investigator role is especially important since much of the
information available about long-term care options is available on the Internet, and use of the
Internet islower among older age groups. They also act as intermediaries between the older adult
and the professionas who provide much of the information on long-term care services. This
intermediary roleis also powerful because it puts the family member in the position of
interpreting the complex range of service options to their older relative. The older consumer
often needs support from othersto sift through and prioritize the key long-term care options,
understand the pros and cons of each, and choose among them.

However, there is amore negative aspect to thislevel of influence. These family members often
have different values or priorities than their older relative, the actual consumer, and this can lead
to conflicts. For example, adult children tend to value safety and prolonged life for the older
adult, whereas consumers often place higher priority on independence and maintaining the
familiarity of their own home®

Role of Health and Other Professionals

Physicians and other professionals are also important sources of influence regarding long-term
caredecisions. The providers and professional decision support staff who participated in this
study reported a high degree of influence by physicians and other professionals. About 25
percent of consumers reported being influenced by their doctors or other health care provider.
The involvement of the physician was ranked higher in Greater Minnesota than in the Metro

area. Physicians arein agood position to provide many of the considerations that an older adult
needs to think about when deciding on along-term care option. Beefing up their knowledge of
long-term care options in their communities, training their staff, connecting their clinics to the
information sources in their communities, providing written materialsin their offices are all ways
to maximize the role that they can play in long-term care decision making.

AsFigure 3 indicates, many groups are thought to have some influence in the long-term care
decision making process, but few are considered to have alot of influence. For example, both
service providers and professional decision support staff perceived that EW/AC case managers
had the greatest proportionate influence on this process (45 percent and 33 percent, respectively).
Others perceived as having more influence include hospital discharge planners, nursing home
discharge planners, and Long-Term Care Consultants (L TCCs).

10

Department of Human Services, Continuing Care Administration
March 2009



Figure 3. Degree of influence of professional decision support staff and long-term
care service providers
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Note: Decision support staff were asked:, “How much do you think influences long-term care decisions? Long-erm care

service providers were asked, “How much influence do you think the following have on prospective customers in selecting your
program or service?”

C. Timing of long-term care decisions

Thereisasignificant lack of advance planning for eventual long-term care needs among older
adults. Studies have found that most older adultsin the U.S. do not begin planning for their
long-term care needs until it is absolutely necessary, mainly due to alack of education and lack
of awareness about the consequences of not planning ahead.”

When respondents who participated in this study were asked about the reasons why older adults
and their proxy decision makersinquire about their services, crisis-based reasons were among
the top reasons reported. A full 77 percent of housing providers indicated that a crisis event was
the reason for older adults and their familiesto seek their help, and 67 percent of other service
providers said a crisis was the reason for seeking help. Much lower proportions of al the groups
indicated that safety or caregiver burnout were the reasons for seeking help. (It isimportant to
note that the consumers and family members who participated in this study are likely to under-
represent those consumers who have family caregiver issues.) (See Figures 4aand 4b.)
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Figure 4a. Reasons why older adults seek long-term care services as reported by
stakeholders included in this study

Assisted
living, other Other
Proxy housing with formal
decision services service Informal
Consumers  makers providers providers providers

Crisis event (e.g., injurious
fall, hospitalization, short-
term nursing facility use,
health decline) 37% 59% 77% 67% 43%
Family member expresses
concern about the safety
of the older adult 2% 12% 57% 59% 37%
Family caregiver stress
and/or burnout 2% 12% 42% 46% 32%
Note. For consumers and proxy decision makers, these percentages represent the proportion of respondents who indicated that

this was a main reason for consumers/proxies to seek long-term care services. For service providers, these percentages represent the

proportion of respondents who said this is a main reason that consumers inquire about their programor services.

Figure 4b. Types of services recommended by professional decision support staff in

various situations

Assisted
living or
Services in housing None of
In-home the with Nursing these

Older adult’s situation services community services home services
Crisis event (e.g., injurious
fall, hospitalization, short-
term nursing facility use,
health decline) 81% 71% 78% 70% 2%
Family member expresses
concern about the safety of
the older adult 83% 74% 81% 58% 2%
Family caregiver stress
and/or burnout 75% 85% 56% 36% 2%

Note. Respondents were allowed to recommend more than one type of service, so row totals add up to more than 100 percent.

Department of Human Services, Continuing Care Administration
March 2009

12



Professionals are limited in their ability to provide assistance to consumers in crisis situations.
Thisistrue both because there is not enough time to gather complete information and because
servicesthat can be provided and made available immediately are in short supply and difficult to
access, particularly in Greater Minnesota Research has shown that professional long-term care
decision-making support requires time for a relationship to develop with the consumer. Good
relaionships promote better assessment of the consumers' needs and preferences, which is
essential for quality professional consultati on®

When faced with an older adult and their family member looking for help after acrisis event,
professionals are more likely to refer the family to anursing home (70 percent). They areless
likely to refer the family to a nursing home for safety or caregiver burnout concerns (58 percent
and 36 percent, respectively). There are also high levels of referrals to in-home services and
assisted living or housing with services providers.

The reluctance or refusal of the older adult to accept servicesis aso achallenge. A majority of
thekey informantsin this study indicated that older adults do not adequately plan for their future
long-term care needs. Older adults may save for retirement, but not specifically with long-term
careexpenses in mind. Of those respondents who felt people did plan, most felt that this planning
started around the time of retirement, not before.

D. Types and sources of information used in decision-making

This study asked a number of questions about the types and sources of information that
consumers and their family members now use for long-term care decion making, and what would
be most helpful for them.

Sour ces of Information

Both consumers and their family members used word-of-mouth from family, friends, and others
astheir primary information source, with 51 percent of both of these groups mentioning this
source. Thisislikely apreferred source of information because it comes from a credible and
trusted source, and it provides real examples of what benefits or difficulties a consumer has
experienced when receiving particular long-term care services or assistance. A full 93 percent of
professional s use word-of-mouth information as a source. Word-of-mouth can also extend to the
tools now available that report and rate services based upon consumer feedback. Tools such as
report cards that display and report consumer satisfaction are gaining popularity.

Other sources used frequently by consumers included Senior LinkAge Line® (35 percent) and
other community-based resources (19 percent). Family members used other community-based
resources (24 percent), Senior LinkAge Line® (20 percent) and the Internet (15 percent). For
these family members, “other resources’ were the largest source at 60 percent, which illustrates
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the wide diversity of sources that people use for information. When asked which information
source was most helpful in their search for long-term care services, consumers found word-of-
mouth and Senior LinkAge Line® most helpful; their family members mentioned community-
based resources and word-of-mouth as most helpful. (These figures are likely to over-represent
actual use in the population since amgjority of the sample for this study was drawn from alist of
Senior LinkAge Line® callers.)

Information about long-term care is widely available to consumers and their family members on
the Internet.’ However, very few consumers and their family members reported using the
Internet as a source of information about long-term care. Ironically, the mgority of service
providersindicated that the Internet is a marketing strategy used by their organizations, and 66
percent use the Internet as a source of information. Most health care profesionals and service
providers who participate in decisionrmaking do have ready access to the Internet, and may
therefore assume that consumers (and especially their family members) have easy access to and
familiarity with computers and online formats, but thisis not necessarily true. (See Figure 4.)

Types of Information

Both professional decision support staff and service providers who participated in this study
indicated that consumers and their family members are most interested in what services are
available and when. They are also very interested in price, impact of service on quality of life,
payment sources accepted, safety and security, location, and staff qualifications.

Most long-term care information is not standardized, making it difficult for consumers to compare
across services types and among providers. A review of resources available, including
MinnesotaHel p.info® and private sector sources, found inconsistent and/or complex terminology
among and across provider types. Other research completed on this topic drawsasmilar
conclusion.® Because so many sources of information exist, different names for the same types of
services abound, e.g., home care, home health care, in-home services. The use of taxonomy codes
by MinnesotaHel p.info® has increased the consistency in the use of terminology throughout the
system.
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Figure5. Sourcesof information and influence regarding long-term car e infor mation
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*Note.  For consumers and proxy decision makers this is the percent of respondents who said this was a source of information for
them when they were looking into getting long-term care services. For service providers, this is the percent who said that word-ofmouth
has “a lot of influence” over their consumers and the percent who said that the Internet is a primary or secondary marketing strategy
used by their organization. For professional decision support staff this is the percent of respondents who said these sources have “a lot
of influence” or “some influence” over long-term care decisions, and for the Internet, this is the percent who said specifically that
MinnesotaHelp.info® was the source (these respondents were not asked more generally about the Internet as a source of information).

While there is adifference of opinion about consumer and professiona awareness of long-term
care service options, all agree that clarity about options and organization of information for ease
of comparisonislacking. Nearly 80 percent of the professional decision support staff who
participated in this study agree that older adults are not aware of existing servicesin their
community, and 65 percent indicated that other professionalsare not aware of existing services. A
full 46 percent think that it is hard for older adults to find information about available services,
and 66 percent think it is hard or very hard for older adults to find cost information about long-
term care servicesin their community. While only about 10 percent of the family membersin
this study said that it was “not at all easy” to get information about available servicesin their
area, these respondents al so reported having difficulty getting information about price, criteria
under which services might be discontinued, and coordination of care across providers.

E. Additional information and formats that would be helpful

High proportions of nhon-housing service providers, professiona decision support staff,
consumers and family memberswho responded to the surveys believe that the State should
ensure that standard price and quality information is available for housing with services, assisted
living, and inrhome services. A smaller proportion (43 percent) of assisted living and housing
with services providers believe that the State has arole in making this information available.
(SeeFigure6.)
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Figure 6. The State should make long-term care price and quality information
available to consumers
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There are some efforts already underway to provide more standardized, user-friendly information
on housing and services for both consumers and their family members and professionalsin the
system. These are described below.

Effortsat Standardizing Information

The Uniform Consumer Information Guide (UCIG). This guide provides amodel for the
provision of standardized, reliable information about long-term care services for consumers and
professional decision support staff. The UCIG, developed by the Minnesota Department Health
in consultation with a stakeholder group, contains a standard list of 43 servicesaswell asa
variety of housing features presented in auniform format. These servicesfall into three
categories: 21 are support services (such as meals, low sodium and diabetic diets, laundry,
assistancewith bills, activities and socidization, transportation, and access to community
resources); eight are personal care services (such as help with dressing, grooming, bathing, and
transferring); and 14 are heath-care related services (such as availability of registered nurse on-
site, medication set-ups, insulin injections, wound care, and oxygen management). In addition,
facilities may list “other” servicesin each category and indicate whether they are part of the base
rate. Assisted living programs must make the UCIG available to all current and prospective
residents.

Rates for “ base packages’ offered (which may include meals, supportive services or health services
in addition to rent) areincluded in the UCIG. Thetype and amount of services included in the base
rates vary by provider. Virtually al providers include some services, such as activities or meals
in addition to rentsin their base rate. Providers indicate which services, but not the amounts or
the specific costs, that are included in the base rate. Base rates range from $120 to $10,000 per
month. (It is assumed that the lowest rate reflects a subsidized apartment.) The middle half of
the range has maximum base rates of $1,775 to $3,775 per month.

A full 72 percent of housing with services establishmentsindicated tha they offer servicesin
addition to those included in the base package. Price information on these additional servicesis
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not included in the UCIG. About 12 percent of housing with services establishments indicated
that alist of additional services available along with afee scheduleis posted on

MinnesotaHel p.info®and 14 percent of housing with services establishments indicated that this
information is posted on their own website. The cost of “rent only” is not delineated in the
UCIG.

Only assisted living providers are required to complete the UCIG. Other housing with services
providers and other home and community-based care providers do not have a standard format for
providing such information to current and prospective consumers.

The Minnesota Department of Health (MDH) and the Minnesota Board on Aging (MBA) are
collaborating to improve the reliability of information in MinnesotaHel p.info®. Housing with
services establishment registration submitted to MDH has been “streamed” into

MinnesotaHel p.info®, and MDH is currently working with the MBA to make the information
from the UCIG available through MinnesotaHel p.info®. Thiswill allow consumers to more
easily compare assisted living programs. Consumers will be able to view a side-by-side
comparision of assisted living providers for specific features by accessing this database on the
Internet and will also be able to print the complete UCIG for providers of interest. This
improvement, which is anticipated by summer 2009, will greatly enhance the rdliability and
comparability of information and ease of access.

TheLongTerm Care Choices Navigator tool on MinnesotaHelp.info®. Thistool was
designed to help Internet-savvy consumers, family members, and professionals identify providers
that offer appropriate servicesin the consumer’s preferred geographic location. Thistool asks the
user aseries of questions about location, service needs and preferences, and then generates alist
of service providers from the MinnesotaHel p.info® database that offer servicesin the

consumer’ s preferred location. The consumer or family member must then contact each provider
individualy in order to obtain complete information about current availability, cost, etc. While
MinnesotaHel p.info® uses taxonomy codes to classify services, much information is still
provided in narrative form which makes it difficult to compare this information among providers
and across services or to use thisinformation if alanguage other than English isrequired.

The Nursing Home Report Card. Thisreport card provides quality information about nursing
homes in Minnesota and incorporates dimensions of quality that are important to consumers and
their family members. It isweb-based (www.health.state. mn.us/nhreportcard) and interactive,
allowing the user to select three measures most important to them and obtain the ratings for three
nursing homes at once to compare. The report card uses afive star rating system within each of
thequality indicators. Theinformation is updated either quarterly or annually, depending on the
data source/measure. It includes information for 383 nursing homes in the state that are certified
to participate in the Medical Assistance program. Seven qudity measures are included:

1) resident satisfaction and quality of life; 2) clinical quality indicators; 3) hours of direct care;

17

Department of Human Services, Continuing Care Administration
March 2009



4) staff retention; 5) use of temporary nursing staff; 6) proportion of beds in single bedrooms,
and 7) state inspection results. It receives 50,000 hits per year. Comparable information is not
yet available for assisted living, housing with services, or in-home services, but this offers a good
model for replication.

With regard to housing providers, some private market resources exist that provide some
indication as to what type of quality information might be obtained. In some cases, private
marketing firms help providers compare their servicesto a peer group of other providers with
which they compete. One such service s utilized by many providersin Minnesotato assess their
senior housing programs. Each provider administers a customer satisfaction questionnaire and then
receives its tabulated results compared to a group of other programs surveyed by the company.
Thisinformation is kept private and providers are not given the names of the other organizations
in their peer group, but they are able to compare their organization’s results to a “benchmark” of
similar providers. It isunlikely that such private information will be available to consumers, but
the state can take cues from the type of information collected and analyzed by these sources, and
use it as another model (in addition to the nursing home report card and the UCIG) for
developing a public report card for the rest of the state’s long-term care services and settings.

F. Demographic differences in long-term care use

Long-term care needs and preferences differ by location, race/ethnicity, gender, and family
situation. Most older adults prefer to age in place in the community where they have spent their
lives. This means that communities need to have available arange of long-term care service
optionsfor their residents.'* Older adultsin rural areas are more likely to have less education,
fewer financial resources, and more health problems compared to their urban counterparts,*? so
there may be a need for adifferent blend of services and settingsin rural areas. Thismay aso
mean that the type and sources of information and assistance in choosing long-term care options
need to be rethought to better meet the needs of older adultsin rural areas.

One of the significant differences in service utilization between Greater Minnesota and the Metro
area can be seen in the use of assisted living services. In 2008, 35 percent of EW recipients from
Greater Minnesota were authorized for customized living services (a bundled package of services
provided in an assisted living or housing with services setting), compared with 24 percent of
recipientsfrom the Twin CitiesMetro area. Thisislikely related to the general lack of home hedlth
servicesin rura areasto provide servicein people shomes. For example, 73 percent of al
professiona home health agencies in Minnesota (those holding Class A licenses) are registered in
the Twin Cities. In other words, older adults who live in Greater Minnesota do not have as many
home-based service options available to them, e.g., night care, weekend care.

There are dso gender differencesin the use of EW services. In 2008, femae EW recipientsin
Minnesota were more likely than male recipients to be authorized for customized living (32 percent
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vs. 27 percent). Men are more likely to receive care from family and friends and are less likely to
useformal long-term care services, due to the fact that, on average, women live longer than men
and therefore are more often | eft widowed without a spouse to serve as an informal caregiver.

Widowed older adults or those who have never married have a greater probability of using long-
term care services, whereas married individuals are less likely to use any services because
caregiving responsibilities tend to fall on spous&s.lg Older adults with children are more likely to
rely on an informal system of care (typically adult daughters) rather than depending on formal
longr-term care.™ Due to changing demographics, formal long-term care could bein higher demand
inthe future. Families have provided most of the care needed by older adults in the past, yet one-
third of baby boomers do not have children and, therefore, may not have atraditional informal
care network available.®

Differences Among Eldersin Ethnic, Immigrant and Tribal Communities

There are also substantial differencesin service utilization between White elders and eldersin
ethnic, immigrant, and tribal communities. Whites are more likely to leave their own
homes/families and move into assisted living than are minority elders.*® In 2008, 36 percent of
White EW recipients in Minnesota were authorized for customized living compared with only 11
percent of minority elders receiving EW services.

Many eldersin immigrant communities have concerns regarding basic needs such as money for
food and shelter, citizenship and immigration, and other issues related to previous traumatic
experiences. Planning for long-term care necessarily becomes alower priority for these
individuals. Focus group participantsin this study, who represent African American, American
Indian, Hmong, Latino, Russian, and Somali elders, described avariety of cultural factors that
influence or limit their ability to plan for or use long-term care services. Factors that influence
thelir attitudes and decision makinginclude language and citizenship barriers, cultural isolation,
desire for traditiona food, and preference for long-term care and socia services that support or
acknowledge their religious traditions. Severa of the elders mentioned immigrant or citizenship
status as a barrier to getting the long-term care servicesthey need.

Hmong, Somali, Latino, and American Indian e ders mentioned that an inability to read and write
in English limitstheir ability to obtain information and to communicate with providers and
professonas. Several American Indian elders noted that thereis alack of servicesthat are
specific to the American Indian community. African American elders mentioned that someone
of their background might not use services because of fear that caregivers would steal from them.
Latino elders provided several reasons that a Latino elder may not use long-term care services
such as pride, the perception that children should take care of their parentsin old age, and the
fact that some may feel they will not get help because they are Latino.
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Furthermore, 41 percent of professional decision support staff who participated in this study felt
that it is“somewhat hard” and another 18 percent fed it is“very hard” for minority members of their
community to get information about the cultura appropriatenessof various services. Participantsin
each elder cultural group mentioned that older adults of their backgrounds may not use long-term
care services because they do not know about them.
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Part Il.

Long-term care consumers and their financial self-
sufficiency

The second part of this report provides more detailed findings related to the financial aspects of
long-term care decision making. It also looks at the State’ s potential role in extending the self-
sufficiency of older adults who use long-term care services. Part 11 examines:

A. Information available to consumers and family members regarding long-term care financing
B. Gapsininformation and servicesthat affect financial self-sufficiency
C. Consumer awareness of housing options

D. Demographic differences in long-term care financial planning

A. Consumer and family member knowledge of and access to information
about long-term care financing

In general, older adults prefer to remain financially independent and avoid use of State-paid
services. However, in some cases, this means that the older adult chooses to go without services
they need rather than paying out-of-pocket, which can result in subsequent higher demand for
crisis-based services.

Research on the topic of attitudes toward personal responsibility for long-term care costs vs.
public respongbility for these costsisinconclusive. Some research suggests that older adults
value personal freedom, independence, and quality of life more than their ability to make
bequests to their relatives.” Disincentives for depletion of personal financial resources identified
in one study included losing control of one’s assets, Medicaid stigma, and perceived immorality
of strategies to deplete personal assetsin order to qualify for publicly funded long-term care.
Incentives for maintaining financial self-sufficiency included preservation of one's estate and
protection of aspouse.’® Two other studies found that when wealth transfers to family members
occurred prior to Medical Assistance (Medicaid) eligibility, the amounts transferred were often
modest, and these transfers were often used by family members to pay for elder care not covered
by Medical Assistance (Medicaid.)*

In our study, most consumers and family members did not believe that the government should
pay for both nursing home and in-home services needed by disabled older people. However, most
professional decision support staff reported that older adults in their community do not understand
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the costs of long-term care and therefore are not able to make good financia decisions when they
purchase long-term care services. (See Figure 7.)

Figure 7. Professional decision support staff: Consumers’ awareness of and
willingness to pay for long-term care services

The older adults in this community understand the costs
of long-term care and can make good financial decisions
when they purchase long-term care senices

Lower income older adults in this community are generally
opposed to receiving publicly -paid senices to meet their needs ESstrongly agree
Bagree
Opisagree
OStrongly disagree

Middle class older adults in this community are generally
willing to purchase senices to meet their needs

Wealthy older adults in this community are generally
willing to purchase senices to meet their needs

Most family members who participated in this study said that they had considered how services
would be paid for when they were searching for long-term care for the consumer. Most
consumers stated that they had originally planned to use personal savingsor Social Security to pay
for their long-term care needs. These plans did not vary much by income, although higher
income consumers were slightly more likely to have long-term care insurance. Several
consumers also reported that they had no plans for how to pay for long-term care services, had
not looked into it or thought about it, or were fill considering it. Thisisaconcern, sinceal of the
consumers and family members who participated in this study were either currently receiving
services or seriously looking into obtaining services for imminent needs.

Although some Internet resources are available to aid in financial planning for long-term care,
these issues are so complex that the appropriateness and accuracy of Internet-based
individualized recommendations are questionable. For example, the federal government offersa
Long-Term Care Planning Tool (www.longtermcare.gov) that guides consumers through care
planning and financial planning. However, the financing plan only describes afew different
service options and what the potential cost might be to the consumer, based on their geographic
location. The Minnesota Department of Human Services website also offers an eligibility
calculator that can help consumers determine if and when they may become eligible for Medical
Assistance, but this site does not offer consumers any advice regarding how to maintain their
financial self-sufficiency.

Efforts to provide consumers with information about al options are at odds with recommending
only the most cost-effective options. In some cases, the professional decision support staff who
participated in this study reported discussing higher cost services such as assisted living, housing
with services, or nursing homes with older adults who were experiencing specific needs that
could potentially be met with informal and/or community-based services. The options that
professional s discussed with consumers did vary by type of situation. Presumably they did this
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in order to provide all the options available to the consumer and their family members. (See
Figure 8.)

Most of the key informantswho participated in this study indicated that in-home and
community-based services--especially chore and homemaker services, transportation, and home
modifications or supports--are the most overlooked of al long-term care services. Other
overlooked services are case management and advocacy. Informants also reported that services
for caregivers, such as respite and caregiver coaching, are under-utilized due to limited
availability in certain communities, agenera lack of awareness about these services, and/or lack
of caregiver interest.

Figure 8. Types of services professional decision support staff discuss with
consumers in various situations

Assisted
living or
Services in housing None of
In-home the with Nursing these
Older adult’s situation services community  services home services
Difficulty with home
maintenance 83% 50% 50% 20% 3%
Wants to move to be ready
for future needs 37% 43% 88% 33% 3%
Wants to move to be closer
to friends / for socialization 32% 70% 72% 24% 6%
Prefers to pay for services
than do it themselves 80% 66% 51% 16% 7%
Spouse/partner passes away 80% 76% 58% 23% 7%
Wants a smaller place 27% 39% 79% 17% 11%

Note. Respondents were asked, “Which long-term care service options do you tyically discuss given each of the following situations?”
Respondants replied, “yes” or ‘no” to each of the options.

B. Gaps in information and services affecting financial self-sufficiency

Planning for future long-term care needs is limited, often because older adults and their family
membersare overwhelmed by the complexity of the long-term care system and their lack of
preparation to make such decisions. One of the recurring themes throughout the literature is that
long-term care decisions suffer from alack of consumer knowledge and skills, not alack of raw
information. After surveying middle-aged people, mainly baby boomers, for levels of financial
literacy, one study found that basic literacy was lowest in areas of health care and long-term
care® Another study found that “over 40 percent of Americans mistakenly believe that long-
term careis an entitlement that all Americans are eligible for at retirement.” -
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Awareness about the cost of long-term care services is lacking among consumers and their
family members. A longitudina study of long-term care insurance buyers and non-buyers
concluded that “while only 14 percent of those who purchase long-term care insurance
underestimate the cost of nursing home care, 70 percent of non-buyers’ do.?

Consumers and their family members who participated in this study were asked how much they
believed staying in anursing homein their areawould cost if they had to pay the entire cost out-
of-pocket. Many consumers (31 percent) and their family members (21 percent) stated that they
did not know. Of those consumers who did venture a guess, they offered monthly estimates
ranging from $500 to $9,000 with a mean of about $3,309. Family members, however, tended to
estimate alower mean monthly cost of $2,700 (with a range from $1,200 to $10,000).

When asked how much they thought an assisted living in their area would cost if they had to pay
the entire cost out-of -pocket, many consumers (39 percent) and family members (29 percent)
stated that they did not know. Consumers who ventured a guess offered monthly estimates
ranging from $200 to $10,000 with amean of about $2,390. Family members tended to provide
higher monthly estimates than consumers, which ranged from $700 to $10,000 with a mean of
about $4,340.

There are currently afew private financing options but none have experienced major take-up
rates. Long-term care insuranceis not utilized as a mechanism for older adults to maintain their
financial self-sufficiency. Cost of the premiums and existing health issues are the primary
barriers to purchasing long-term care insurance. In 2005, about 7 million long-term care
insurance policieswerein forcein the U.S. Thetypical purchaser was age 61. Almost half of
purchasers had incomes over $75,000 and more than three-quarters of purchasers had over
$100,000 in liquid assets.?® It is estimated that only 10 to 20 percent of older adultsin the U.S. can
afford long-term care (:overage24 Furthermore, older adults with prior health problems have
difficulty purchasing private coverage: about 15 percent of applicants may be denied insurance due
to health problems®

When asked the most important reason for buying long-term care insurance, about one-third of
participants in one study said “to protect assets or leave an estate.” Avoiding dependence was
most important to 25 percent, guaranteed affordability was most important to 18 percent, and
being able to protect living standards was most important to 14 percent of participants.

Some researchers have hypothesized that government programs create incentives for consumers
to avoid financia planning. Thereisasmall literature in finance that suggests Medicaid or other
government programs may “crowd-out” private long-term carei nsurance®® In other words, the
existence of Medicaid acts as an economic substitute for long-term care insurance, reducing
demand for the insurance. Empirical studies to date show little or no “crowding out.” %’
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At the State level, information is not available about the financial situation of consumers who are
using assisted living, housing with services, or in-home long-term care services until these
individuals become eligible for State-paid services. Thisisin contrast to consumerswho livein
nursing homes, for whom the State has regulatory authority to obtain information about both
public-pay and private-pay consumers directly from their service providers. Thisinformation
about nursing home consumers enabl es the State to predict with some degree of accuracy what
proportion of private-pay consumers can be expected to become eligible for State-paid services
within various time periods.

C. Consumer awareness of housing options and their costs

A magjority of consumers and family members who participated in this study reported that they
would rather stay in their own homes than move to nursing homes, assisted living, or other senior
housing, even if that meant they would pay more to stay in their homes. Because of this stated
preference for remaining in their “own homes,” education about home and community-based
services--seen as an aternative to nursing home care--is more readily accepted by consumers.?®

The professional decision support staff who participated in this study reported that older adults
in assisted living (or other housing with services which charge a“package rate” or base rate) do
not understand how much they are paying for rent versus how much they are paying for services,
or even understand that they are paying for both housing and services. Because Medicaid does
not pay housing costs for low-income persons (unless they are in nursing home settings), the
separation of pricing for rent versus servicesis acritical factor for consumers and professiona
decision support staff to understand if and how the consumer will be able to stay in that location
oncetheir private assets are depleted. “Specia Income Standard” Elderly Waiver (EW)
recipients are alowed to keep $860 per month for their “Maintenance Needs Allowance” (MNA)
to cover room and board costs and personal needs. TheEW (Medicaid) does not cover housing or
raw food costs Therefore, anyone who is at risk of depleting their personal assets needs to know
what their rents and raw food costs will be, in order to determine whether their MNA will be
adeguate to cover their rent and food in the current housing if they rely on EW to pay for their
Services.

Services aretypically bundled into the base rate along with rent. This may result in consumers
paying for services that they do not need or use. This bundling also resultsin consumers having
lessreal choice among possible service providers, since they would have to pay twice for the
servicesthey need if they decide to purchase servicesincluded in their base rate from another
provider. Whileit is helpful for consumers and their families to anticipate their long-term care
needs by moving to environments that have the capacity to meet future needs, it is problematic if
they deplete personal resources more quickly due to purchase of unneeded or unwanted services.
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There are indications that this situation is causing problems for consumers. 1n 2008, of the 384
complaints handled in home and community residential settings by the Office of Ombudsman for
Long-Term Care that assists consumers with problem-solving in these settings (housing with
services including assisted living, adult foster care settings, and residential hospice), 16 percent
were related to termination of tenancy, transfer, or moves into the setting.

At the State level, data on EW recipients indicates that consumers may be spending down to
public program eligibility morequickly in assisted living than if they were receiving in-home
services. In 2003, less than half of new EW recipients using Medicaid for the first time were
authorized for customized living during their first month on the program, compared with two-
thirds of EW recipientsin 2008 (using data through August). While in-home services may not
have been appropriate for all of these consumers, it islikely that at least some of these
individuals could have been supported in their own homes for lower cost, thereby saving the
State’ s resources.

D. Demographic differences in long-term care financial planning

Changes in the popul ation of older adults who are receiving the EW over the past five years
indicate that there are some demographic differencesin financid planning. However, caution
should be used when interpreting these results. Since older adults from certain demographic
groups (rural, minorities, etc.) are more likely to be lower income before reaching the age of 65,
it isimportant to note that any differences observed in these characteristics of the EW population
could be due to pre-existing differencesin financial status rather than differencesin financial
planning per se.?°

For example, “young-old” (age 65 to 69) individuals, males, and Twin Cities residents made up a
higher proportion of the EW population in 2008 compared with 2003. This may indicate that
these demographic groups are struggling more financially today than they were five years ago.
These changes might also point to groups that the State could potentially focus on for increased
financia planning to prevent or delay eligibility for State-paid services.

Use of higher cost services among older adults in Greater Minnesota versus the Twin Cities may
indicate alack of lower cost service options in these areas. One study found that alack of
resourcesin rural areas, particularly medical specialists, may play arolein this phenomenon.
The hypothesisis that nursing home care substitutes for more specialized medical treatment in
areas where that treatment is not available.*

Older adultsin ethnic and immigrant communities report differences in their attitudes toward
payment of long-term care services and face unique challengesin paying for long-term care
services. All of the focus groups conducted with ethnic and immigrant elders in Minnesota for
this study included some discussion of their reliance on public programs such as Supplemental
Security Income, Medicaid, Medicare, Food Stamps, or MinnesotaCare. The elders consistently
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stated that they felt that these programs did not provide enough money to meet their cost of
living or sustain their self-sufficiency. Many African American elders mentioned the fear that if
acrisis occurred or if they did not have help from family, entering a nursing home would result
in the majority of their income going to pay for those services. African American and Latino
elders stated that the practice of linking the cost of many services to an elder’ sincome often
resultsin the elder having very little money left over at the end of the month. Latino, African
American, and American Indian elders discussed the high cost of transportation as a barrier to
elder mobility. Also, many of these elders discussed the lack of citizenship or refugee status as a
barrier to programs that can help pay for services. Latino elders remarked that without public
assistance many elders could not afford a nursing home, while Hmong elders noted that many
had to enter nursing homes because they did not have enough money to sustain their own
household.
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Appendix A. Study methods

This Appendix briefly describes the methods used for each phase of this study. Seethe full study
reports (links provided) for more detailed information about the methods used.

Research plan

The research plan is the primary document that describes the specific methods and approaches
the study team used to complete the study. Staff members from DHS, Wilder Research, and
other stakeholder organizations participated in various aspects of this project. While developing
this plan, the researchers from Wilder met with the study’ s stakeholders to further specify the
research questions that guided the study design and implementation, to increase our knowledge
of all of the systems and organizations that are involved in long-term care planning and service
provision, and to learn about the sources of datathat already exist that could inform this study.

See the full research plan at http://www.dhs.state. mn.us/main/dhs16 144477.

Literature review

Wilder Research utilized web-based search indices, including those available through the
University of Minnesota slibrary system, to identify articlesrelevant to this study. Only articles
that address one of the study’ s research questions were included. Most of the itemsincluded in
theliterature review are published in peer-reviewed journals, although unpublished papers,
presentations, and other items that are relevant but were not necessarily screened by the peer-review
processwere also included. Thisliterature review isnational in scope. Many items that have
information specific to Minnesotawere incorporated. See the literature review report
http://www.dhs.state.mn.us/main/dhs16 144477 for a complete bibliography — studies
referenced in this report are cited in footnotes.

Provider and professional decision support staff web surveys and key
informant interviews

During April and May 2008, Wilder Research interviewed 52 key informants who were
identified by DHS and this study’ s stakeholder group to qualitatively examine key issues related
to long-term care decision making and financial self-sufficiency of older adults. These
interviews were used to develop the surveys used in this and other phases of the study. Key
informants include long-term care providers, professional decision support staff, advocates or
representatives from health plans, legal services, or financial planners.

In September and October 2008, Wilder Research administered a web-based survey to long-term
care service providers to examine, from their perspective, how long-term care decisions are
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made, what resources are used to make these decisions, who is involved in the decision, and how
the costs of long-term care affects the financial self-sufficiency of consumers. Overall, 433
providers completed part or al of the survey, for aresponse rate of 38 percent.

In September and October 2008, the DHS administered a web-based survey to professional long-
term care decision support staff to examine, from their perspective, how long-term care decisions
are made, what resources are used to make these decisions, who is involved in the decision, and
how the costs of long-term care affects the financial self-sufficiency of consumers. Overal, 409
professiona decision support staff completed the survey. It was not possibleto determine
response rates for this survey since unique identifiers were not used in the invitation (lead agency
staff was used to distribute the survey more widely to other professional decision support staff).

See the Appendix of the provider and professional decision support staff web survey report for
detailed information about the characteristics of participantsin this phase of the study
http://www.dhs.state.mn.us/main/dhs16 144477.
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Secondary data analysis

Various data sets produced by State agencies were identified and analyzed to see how they might
shed additional light on the specific research questions being considered in this project. This
phase of this study was designed to glean information from a variety of existing sources of
information, primarily within the State, that bears on the study’ s key research questions. Four
major sources of information were identified as having information of potentia valueto this
anaysis.

B Senior LinkAge Line® is atelephone information service operated by the Minnesota
Board on Aging (MBA) to provide information to seniors and their representatives.
Senior LinkAge Line® maintains a database of callers, types of questions and concerns,
and referrals made.

B MinnesotaHelp.info® is an Internet site operated by the state of Minnesota Board on
Aging. Information from housing with services establishment registration, home care
licensing collected by the Minnesota Department of Health (MDH) isincluded in
MinnesotaHel p.info®. Consumers can sort through a variety of search topics including
help with care, adult day services, Medicare, senior housing, and prescription drug help.
Thereisaso a“Long-Term Care Navigator” feature which leads consumers through a
series of questions and then indicates appropriate types of services. The systemisalso a
resource for counselors of older adults and is used by the counselors of Senior LinkAge
Line®.

B Medicaid Management Information System (MMIS) isthe principal database used for
administering Medicaid in Minnesota. The system includes information on individual
recipients and their health and service needs and payments made. Information on
approximately 40,000 EW recipients in 2008 and 2003 was inspected and compared
statistically.

B Uniform Consumer Information Guide (UCIG). By statute, assisted living facilitiesin
the state are now required to provide thisinformation in a standardized format to all
current and prospective residents as of January 1, 2008. Thisinformation is being
compiled by the Minnesota Department of Health and will be incorporated into
MinnesotaHel p.info®.

In addition to these four primary sources, relevant information was received from the Office of
the Ombudsman for Long-Term Care. This data consists of reports on the type of complaints
received by the Office relating to housing and some additional data on the number of callers who
call and receive information and consultation pertaining to home care and housing options.
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A cursory investigation of some non-governmental sources of information available to
consumers, chiefly through the Internet was a so conducted in order to better ascertain what
older adults and their proxy decision makers face when contemplating long-term care choices.
In particular, various searches were done and approximately a dozen of the most promising
websites and directories were explored in some detail to see what information would ultimately
be available to the consumer looking to make decisions about long-term care choices.

Consumer and proxy decision maker surveys and focus groups

During November and December 2008, Wilder Research conducted phone interviews with 249
long-term care consumersin Minnesota. Consumers were identified in one of three ways. First,
all individuals who became dligible for the EW or Alternative Care (AC) programs within the
previous six months were sampled, except in cases where the consumer was listed as having a
legal guardian. Second, al consumers who had called Senior LinkAge Line® in the previous six
months were sampled. Finally, the Minnesota Department of Human Services sent letters to
selected service providers who offer informal, community-based long-term care services such as
transportation or companion services, asking these providers to recruit some of their clients for
the study. These consumers were then invited by their service providers to contact Wilder Research
directly if they were interested in participating. Overal, interviews were conducted with 177
consumers identified through Senior LinkAge Line®, 31 consumers receiving AC, 22 consumers
receiving EW, and 19 consumers who opted-in after being invited by their service providers. All
consumers who participated provided informed consent, through the process approved by the
Minnesota Department of Human Services' Institutional Review Board.

In addition to consumers, interviews were conducted with 150 proxy decision makers associated
with those consumers. Specifically, the Minnesota Department of Human Services sent email
requests to the county case managers of al of the sasmpled EW and AC consumers asking that
they provide some basic information about these consumers, including the names and contact
information for any adult children or other individuals who helped that consumer with their long-
term care decisions. Consumers were asked for permission before these proxy decision makers
were contacted. Consumers who were surveyed were also asked to provide names and contact
information for up to three people who helped them with their decisions. Through this process,
one or two proxy decision makerswere interviewed for some consumers, whereas other
consumers were not able or willing to provide the names of any proxy decision makers (in some
cases because they made their long-term care decisions completely on their own).

Finally, in October and November 2008, six focus groupswere conducted with ethnic/ racia
specific groups of older adults to examine the ways in which the awareness of, attitudes toward,
and actua use of long-term care services varies by race/ethnicity. Groups were targeted based on
their prevalence in Minnesota, mainly in the Twin Cities area, and included: African Americans,
American Indians, Hmong, Latino, Russian, and Somali groups. To complete these focus groups,
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Wilder Research partnered with six community-based organizations that provide services to the
targeted racia/ethnic groupsin order to facilitate recruitment and comfort level of participants. All
participants completed informed consent. Groups were facilitated in the participants’ primary
languages.

Strengths and limitations of this study design

The primary strength of the methodology used for this study is that datais available from a
variety of perspectives, which allowed observations of themes or trends that cut across groups
and examination of areasin which differences in perspectives may contribute to or cause
challenges or issues with regard to long-term care decision making or financial planning for
long-term care. This approach makes this study unique, as most research on this topic (and
others) rely on the perspectives of only one group, which can severely bias the findings toward
that one group’ s opinions.

The primary limitation of the methods used for this study is that the samples of respondents from
each group are not statistically representative of the populations for those groups (because
random sel ection techniques were not used due to budget constraints and other feasibility issues),
so caution must be used when interpreting the results. In all cases, the samples sizes obtained for
each population are large enough that the findings can increase our understanding of areas of
strength, areas that pose challenges, and areas in need of further research.

Specifically, the service provider and professional decision support staff web survey respondents
and key informants are not necessarily representative of the entire population of providers or
professional decision support staff in Minnesota. The providers were selected from the
MinnesotaHel p.Info® database (including all providers who offer assisted living or other
housing with services, and in-home services for older adults), so those providers that are not
registered in this system were not eligible to be sampled for this survey. Also, the professional
decision support staff were recruited in some cases by DHS through lead agency staff, and in
some cases directly through their individual email addresses (for Senior LinkAge Line® staff),
so it is even more difficult to determine the extent to which these respondents may or may not be
representative of all professional decision support staff in Minnesota.

Also, it isimportant to note that the data reported here for consumers and proxy decision makers
is not necessarily representative of these populations because: 1) only consumers who were
cognitively and physically able to participate in the study (and legally alowed to consent for
themselves) were surveyed, and it islikely that these consumers under-represent consumers who
had long-term care decisions made for them; and 2) because the proxy decision makers
interviewed were identified by the consumers’ county case manager or the consumers themselves as
people who helped the consumer, so these respondents are likely to over-represent the
perspective of consumers who were influenced by others when making their long-term care
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decisions. Based on the resources available to Wilder Research through the Minnesota
Department of Human Services, identifying private pay consumers to participate in a study of
thistypeisvery chalenging, since DHS does not have information on private pay consumers
(other than those who have called Senior LinkAge Line® and/or those who live in nursing
homes).
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Appendix B. Increasing older adult population in Minnesota

The number of Minnesotans age 65 and older and the increasing proportion of older adults of
color are expected to significantly impact the long-term care system:

Between 2010 and 2020, Minnesota’ s older adult population is projected to increase by 40
percent31 and by the year 2035, the Minnesota State Demographic Center projects the older adult
population will approach 1.4 million. See Figure A1. A magjority of this growth is expected from
within the group of Minnesotans who are age 85 or older, increasing fromjust over 100,000 in
2010 to 250,000 by 2050.

Al. Projected growth of Minnesota’'s older adult population

Minnesota's population age 65+

1,399,960
1,299,460
1,133,920
947,520
792,590
[ ] eio I I I I
2005 2010 2015 2020 2025 2030 2035

Source:  Minnesota State Demographic Center projections.

The size of the older adult population is directly related to the demand for long-term care, since
approximately 25 percent of older adults age 65 to 74 are disabled, in addition to 42 percent of
older adults age 75 to 84, and 68 percent of older adults age 85 or older. Further, because the
baby boom generation had fewer children per couple compared with the previous generations of
older adultsin Minnesota, thiswill result in: 1) fewer informal long-term care providers, 2)
potentially fewer workersin the labor force available to the long-term care system, and 3) fewer
earnersto pay taxes to support the public long-term care support system.

Older adult populations of color have been growing rapidly over the past decade and will
continue to expand significantly in the future. See Figure A2. Particularly in the Twin Cities
metropolitan area, but also in certain pockets in Greater Minnesota, there are severd
immigrant/refugee communities that may present specific challenges to the long-term care
system. Thelargest groups to consider are Latino, Hmong, Somali, and Russian. American-born
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older adults of color, especially African Americans, Latinos, and American Indians are also
growing populations with unique service needs and preferences.

A2. Growth in Minnesota’'s older adults of color populations

Persons of color age 65+

31,200

27,800

21,100
®1995

02025
8,800

5,400
J 2,600 3,700 3,200

African American ~ American Indian Asian American Hispanic/Latino

Source:  Minnesota Department of Human Services

As described in the body of this report, older adults of color tend to have different long-term care
service preferences, different needs, and different resources. Therefore, the State of Minnesota
must consider not only the needs, preferences, and resources of the majority of older adults who
are White, but also the supports and resources that will contribute to meeting the service needs
and preferences and financia self-sufficiency of older adults of color.
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