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EXECUTIVE SUMMARY
Introduction
More than a million elders enter a nursing facility each year, yet we know little about
how consumers of skilled and long-term nursing care select the facility to which they or their
loved ones will be admitted. Many members of the Baby Boomer generation are currently faced
with long-term care (LTC) decisions for their parents, and those on the leading edge of the
generation will soon be dealing with these issues themselves. The aging of the population points
to consumers’ increasing need for useful and reliable information about their health- and social
care options, including nursing homes.
The purpose of this study, commissioned by the Assistant Secretary for Planning and
Evaluation (ASPE), Department of Health and Human Services, was to use qualitative methods
to (1) systematically review the existence and accessibility of Internet-based resources intended
to support the decision to enter a nursing facility and select the appropriate facility for one’s
needs and preferences; (2) examine how consumers select a nursing home; (3) explore if and
how existing information resources are used in the decision-making process; and (4) identify
gaps in needed information resources.
Approach and Methods
This study was conducted in two parts. To identify and examine the accessibility of
consumer information on nursing home selection, we conducted an Internet search for
information resources on nursing home selection and examined the accessibility of the sites and
the information they provided. We provided the findings from the web content review in
Volume II of this report. To learn about the factors that influenced decisions about selecting a
nursing home and the use of information resources, we conducted a series of focus groups among
individuals who had experienced short stays in nursing homes, individuals who had placed
family members in long-term care, and information intermediaries (hospital discharge planners
and community-based case managers), whose role was to assist people in finding LTC for a
family member. We present the findings from these focus groups here.
Focus groups were conducted in four states. The locations for these focus groups were
Santa Monica, CA; Des Moines, IA; Miami, Florida; and Arlington, VA. Six focus groups were
conducted: two with former (Medicare-paid) short-stay nursing home residents, two with
families of current nursing home residents, one with hospital discharge planners, and one with
community-based case managers. The formulation of focus group questions was guided by a
conceptual framework that assumes that the strategies consumers employ in choosing among
facilities are expected to depend on many factors, including characteristics of the decision
problem and the decision-maker, and the context in which the decision is made. The focus
groups were conducted according to standard, well-defined methods designed to elicit
participants’ views and experiences.
Findings from Consumer and Information Intermediary Focus Groups
The strategies consumers employ (e.g., how consumers actually come to a decision) in
choosing among nursing facilities depend on many factors, including characteristics of the
decision problem (e.g., number of choices and time available to make a decision), the decisionmaker (e.g., knowledge level and approach to seeking information), and the social context in
which the decision is made (e.g., short vs. long-stay and social norms around caring for older
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adults). These major types of factors can affect how readily one can access and process
information designed to support the decision-making process. We organize the findings in this
report around these three main factors.
The Decision Context
Timeframes: Consumers who participated in the focus groups, particularly those seeking
short-stay placements, perceived that the timeframe for making decisions regarding nursing
homes was too short, often only a day or two. Hospital discharge planners shared that the process
of assisting patients with aftercare planning begins within a day of admission, but that patients
and their families often avoid facing these decisions until a day or two before discharge, possibly
due to denial. The discharge planners did acknowledge that the short timeframes patients or their
families had for these decisions was sometimes necessitated by a change in the patient’s
condition over the course of the hospital stay.
Perception of Choice: Most consumers reported some choice of facilities, but some
perceived their choices as narrow or constrained by factors such as managed care requirements
or geographical location (specifically proximity to their residence, family, or referring
physician).
Provision of Information: Information intermediaries support consumers throughout the
nursing home selection process in a variety of ways. Most notably, participating discharge
planners and community-based case managers mentioned that they provide a list of facilities to
consumers to support them in the decision-making process. Information intermediaries also
provide pamphlets, booklets, or magazines that include information about local long-term care
resources. Information intermediaries indicated that they are often unwilling to or may even be
prohibited from making specific facility recommendations. This unwillingness or inability to
share information may be a barrier to informed decision-making by the consumer. In some
cases, discharge planners and case managers were unwilling to provide specific
recommendations because they did not want to be subject to the anger or disappointment of
patients/families who may be dissatisfied with the recommendation.
Personal Characteristics of the Decisionmakers
Knowledge Level: Consumers generally expressed a lack of knowledge about nursing
homes, LTC, and technical quality issues. Often what they considered to be a high quality
facility was one that looked nice, smelled nice, and had nice amenities, rather than one that
provided good quality care. In general, consumers (residents as well as family members) were
also unaware of the costs of long-term care.
Information Gathering: Consumers in the focus groups reported using some of the
resources provided by information intermediaries and supplemented what they received and used
from the intermediaries with other sources of information they identified on their own. For
short-stay residents, the list of facilities provided by the hospital discharge planner was generally
the primary source of information. Both short-stay residents and families of LTC residents also
relied heavily on prior personal experience and the experiences of friends and family to help
establish a list of facilities to consider or to narrow down a pre-existing list to those worth
considering. Visits to a small number of facilities were also a primary source of information used
in decision making. Written materials, other than lists generated by information intermediaries
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were generally not used. In addition, few consumers mentioned using the Internet and those who
did, used it primarily to develop a list of local facilities for their consideration.
Perceived Utility of the Internet by Consumers: Hospitalized patients and their family
members were generally unable to access the Internet in a timely fashion to help aid their
selection of short-stay care. Few consumers participating in the focus groups were aware of the
Medicare.gov site or Nursing Home Compare. Those who did use these Internet sites reported
that they were difficult to navigate and lacked up-to-date or timely information items of
importance in the nursing home selection process.
Role of Information Intermediaries: Short-stay residents reported relying heavily on
hospital discharge planners for information on nursing homes in their area, usually by providing
lists of facilities in the local area. In some cases, these professionals were their only resource.
Few former residents or family members reported getting support or information from their or
their loved one’s physician but several indicated that they would have liked greater involvement
from their physician in providing information. Some discharge planners also felt that the
physician should play a greater role in the process of searching for and selecting a facility. One
discharge planner stated that more active involvement by the physician in preparing the family
for the nursing home stay might make the family’s decision-making process easier.
Priorities for Nursing Home Selection: The single most frequently cited factor in the
selection of a facility was location. This finding held for both skilled nursing stays and longterm custodial stays. While most were concerned with the facility being located close to the
resident’s or family’s home, some sought proximity to the hospital or to their referring physician.
The second most common priority for nursing home care was that the facility staff took “good
care” of the residents, information most often assessed by a visual inspection of a facility. Shortstay residents identified maintaining an existing relationship with a primary care physician as a
priority in the selection of a facility, although this was not a priority for family members.
What Consumers Would Have Done Differently: In general, consumers expressed the
belief that they had selected the best care option given the timeframe, information, and options
available to support decision-making. A few consumers who articulated the desire to approach
facility selection in a different manner wanted more information about specific facilities or
options for care.
Social Context of Decision-Making
Social Pressures/Social Norms: In the case of placement of family members in LTC, a
sense of stigma that care could not be provided in the family’s residence was an important barrier
to making a timely decision to place a loved one in a nursing facility. Often this barrier resulted
in the decision being made under severe time pressures due to the emergent nature of the loved
one’s condition.
Effects of Differences in Type of Placement: Hospital patients always had the assistance
of a discharge planner in preparing them for their discharge to a skilled nursing or rehabilitation
facility. Former short-stay residents relied substantially on the lists provided by the discharge
planner in helping them select a facility. Similar assistance was rarely available to families
seeking a long-term custodial care facility for a loved one and who typically sought admission
from the community rather than the hospital. Also, participants perceived that placements are
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easier to find when the placement is expected to be short-term and the patient is expected to
return home.
Role of Culture or Language in Decision-Making: Consumers and information
intermediaries identified culture, language, and ethnicity as factors influencing nursing home
selection. In particular, they pointed out that information materials are seldom available in a
range of languages. Participants also perceived the role culture can play in determining
attitudinal norms toward the concept of long-term care as a barrier to the selection process (both
the process for deciding if placement is appropriate and the choice of a facility once the
placement decision is made). Thus, facility support of a specific language and/or culture
becomes the primary determinants in facility selection for some consumers.
Family Dynamics: The role of family members and the dynamics of family interaction
during decision-making have a bearing on the social context in which selection occurs. Shortstay residents were unanimous in identifying the positive role or influence of family in decisionmaking, while families of current nursing home residents described experiences in which family
dynamics supported or hindered decision-making.
Summary
Consumers generally do not avail themselves of the multitude of information resources
available to them in the process of selecting a nursing facility. Even given the wide variety of
information sources available either in print, by phone, or on the Internet, many of the focus
group participants perceived that the information they needed or wanted was not available to
them when they needed it. Several people mentioned the inability to find a particular type of
information that is already available but about which they were not aware, such as facility
inspection reports. Denial or lack of understanding about a loved one’s condition and the
circumstances around hospital discharge often resulted in little time to select a facility, making it
difficult to seek out or use what formal information sources are available. In selecting a facility,
consumers are most likely to rely on lists of facilities that provide general information such as
location, supplemented by word of mouth and more easily observed characteristics of the facility
that reflect a sense of quality of life. In contrast, consumers were less concerned with the clinical,
more technical factors that influence quality of care.
Consumers based their selection of facility on information often not available on Internetbased resources. Most of the sites we reviewed as part of our content review did not include
characteristics that were cited as important selection criteria for many consumers (e.g.,
information on costs and what activities were available in the facility). Both consumers and
information intermediaries found that many of the available Internet resources, including
Nursing Home Compare, were not “user-friendly,” and intermediaries were reluctant to
recommend the sites to consumers. Most sites are not available in languages other than English,
which some consumers and intermediaries cited as an important barrier to their use.
We propose at the end of this report a set of actionable items and areas for future research
that may lead to information resources that better meet consumers’ needs and facilitate greater
access to information resources for those seeking a nursing home.
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I. INTRODUCTION
More than a million elders enter a nursing facility each year, yet little is known about
how consumers of skilled and long-term nursing care select the facility to which they or their
loved ones will be admitted. Many members of the Baby Boomer generation are currently faced
with long-term care (LTC) decisions for their parents, and those on the leading edge of the
generation will soon be dealing with these issues themselves. The aging of the population points
to consumers’ increasing need for useful and reliable information about their health and social
care options, including nursing homes. Numerous governmental and non-governmental agencies
make information resources available to the public, presumably to support the decision-making
process. While these resources are widely available through the Internet, by phone, and in print,
little is known about whether consumers use them to support the decision-making process. Such
information might help in selecting among LTC options and in distinguishing among different
providers of those options. However, in the absence of careful evaluation, considerable
skepticism exists about the ability of elders and their families to understand and translate that
information into a decision, and about whether the available information is relevant to the
decision-making process.
The purpose of this effort was to use qualitative methods to (1) systematically review
Internet-based resources (created by government and non-government entities and nationally
relevant or state-specific) intended to inform the decision to enter a nursing facility and select the
appropriate facility for one’s needs and preferences, (2) examine how consumers select a nursing
home, (3) explore if and how existing information resources are used in the decision-making
process, and (4) identify gaps in needed information resources. We present the results of the
focus group findings here. The findings from the Internet content review are presented in a
separate volume (Shugarman and Garland 2006). Section II provides a discussion of the
conceptual framework that organized the focus group questions and shapes the findings as well.
Section III summarizes the methods we used and Section IV presents our focus group findings.
We summarize our findings in Section V and then report a set of actionable items and areas for
future research that may facilitate greater access to information resources for consumers seeking
a nursing home in Section VI.
II. BACKGROUND AND CONCEPTUAL FRAMEWORK
A. Background
The Increasing Need for LTC. Demographic trends portend a major increase in demand
for LTC. The American population is growing older: those ages 65 and over account for 12
percent of the total population now and will account for 20 percent by 2030, when the entire
Baby Boom cohort - that is, those born before 1960 - will have entered old age. Today, persons
over age 85 are the fastest growing segment of the aged population. And persons turning 65
today can expect an average of 5.3 years of dysfunction characterized by acute or chronic
illnesses (Tennstedt 2001).
Nearly one-quarter (22.9%) of Americans aged 65 and over need some form of LTC.
The most dependent of these may require institutional care. In 1999, about 1.6 million people
received care in approximately 18,000 nursing facilities (Jones 2002). According to the National
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Nursing Home Survey, 43 out of every 1,000 individuals 65 and over resided in one of
approximately 18,000 nursing facilities for at least part of 1999 (Federal Interagency Forum on
Aging-Related Statistics 2004). This population has significant care needs. Approximately 48
percent of nursing home residents have dementia. Eighty-three percent are extremely impaired,
needing help with three or more activities of daily living, such as bathing, eating, using a toilet,
dressing, mobility, and transferring to a bed or a chair. Another fourteen percent need help with
at least one or two activities of daily living (Jones 2002).
Although a relatively small proportion of the population is in a nursing home at any given
time, the proportion that will enter a nursing home at some point of their lives is high: an
estimated 46 percent of individuals 65 and older (Spillman and Lubitz 2002). Improved health
of the aged population has increased life expectancy and with that, increased the length of time
that older adults may spend in a nursing facility (Laditka 1998).
Currently, federal and state governments are the largest single payer of nursing home
care; the primary payer for over 73% of all nursing home discharges was either Medicare or
Medicaid in 1998 (Jones 2002). Not surprisingly, numerous information sources have been
developed by government agencies to assist consumers in selecting LTC providers. These
include “how-to” guides for selecting a facility, facility locator databases/directories,
miscellaneous educational efforts, lists of the types of LTC resources in a particular location
(other than or in addition to nursing facilities), and information on quality (Castle and Lowe
2005). Most prominent are quality report cards. Quality information reports for nursing homes
can range from the reporting of citations and health code violations to the reporting of quality
indicators.
Initiatives to Help with Decisions. In November 2001, the U.S. Department of Health
and Human Services implemented the Nursing Home Quality Initiative (NHQI). The NHQI is a
broad-based initiative that includes CMS’s continuing regulatory and enforcement systems, new
and improved consumer information, community-based nursing home quality improvement
programs, and partnerships and collaborative efforts to promote awareness and support. As part
of these efforts, the Centers for Medicare & Medicaid Services (CMS) adopted a new set of
nursing home quality measures, which included, for long-stay residents, the percentage of
residents with urinary tract infections, pain, pressure sores, or physical restraints; and, for shortstay residents, the percentage with delirium, pain, and pressure sores.
CMS is promoting consumers’ use of nursing home quality measures through an
integrated communications campaign that includes the publication of facility-level quality
measures on the Nursing Home Compare website (www.Medicare.gov) (Centers for Medicare
and Medicaid Services 2005), as well as advertisements and other outreach (information is also
available by phone at 1-800-MEDICARE). The new quality information allows for comparisons
across facilities and is designed to be used with other types of information, such as location and
price, which may affect nursing home placement decisions. The main impetus for reporting
quality comes from the expectation that publicizing quality performance will enable consumers
to make informed choices and, thus, encourage nursing homes to compete on the basis of quality.
The NHQI was implemented in six pilot states in April 2002 and nationally in November 2002.
With its focus on reporting comparative health outcomes data, the NHQI represents a sea
change in quality improvement strategies in this sector. Although public reporting of quality
information has been used in the acute care sector—with mixed results—for more than a decade,
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the strategy has not been used until recently in the long-term and post-acute care settings
(Marshall, Shekelle et al. 2000).
Assessing the Impact of Decision Aids. Efforts to assess the impact of the NHQI have so
far yielded mixed results. For example, an early analysis of the six-state NHQI pilot found that,
during the pilot, calls to 1-800-MEDICARE for nursing home information more than doubled,
visits to the www.Medicare.gov site for nursing home quality information in the six pilot states
increased tenfold, and users of the online quality information were highly satisfied (Centers for
Medicare and Medicaid Services 2002). However, anecdotal reports from nursing home
providers suggest little consumer awareness of the site (Duff 2002; Johnson 2002; Thompson
Corporation 2002). A separate report reflects this mixed picture – generally positive in its
comments about the six-state pilot but characterizing the initial consumer response received by
state LTC ombudsmen as “almost nothing” (Infeld 2003).
Despite the considerable effort of CMS and similar efforts by state agencies and nongovernmental organizations to disseminate LTC information, little evidence exists about the
actual day-to-day utility of these sites for consumers. A recent national survey conducted by the
Kaiser Family Foundation suggests that nearly one-third of all respondents would not consult
information from government agencies on the Internet in support of their decisions about nursing
home care (Kaiser Family Foundation 2005). However, independent evaluation of the sister
initiative to the NHQI, the Home Health Quality Initiative (HHQI) revealed some information
about the utility of web-based provider information for selecting LTC providers. A test of a
prototype Home Health Compare website for CMS found that both caregivers and health
professionals responded positively to the prototype website and, more generally, to the notion of
providing information on a wide range of quality measures, although the understanding and
utility of the website’s contents and format varied greatly (BearingPoint Inc. 2003).
Nevertheless, consumer use of information resources may differ between those selecting among
home health providers and those selecting among nursing home providers.
B. Conceptual Framework for Consumer Decision Making
Much of our understanding of the effects of quality reporting on provider selection comes
from acute care, particularly around the selection of health plans. One important assumption
behind quality reporting is that consumers and large purchasers of care will value, understand,
and develop the ability to use the information provided to select providers/plans. However, in
the LTC sector, the federal and state governments are the primary payers (Levit, Smith et al.
2003), and the Federal government is still in the early stages of designing reimbursement
systems predicated on the basis of clinical performance and value. Thus, the utility of the quality
information reported for selecting LTC providers is generally found at the consumer level and
not the purchaser level.
This reliance on individual consumers makes understanding their decisions and the
manner in which they access and process available information all the more important. Once
again, consumer decision making in acute care can give only incomplete insight into LTC
decision making. For example, RAND’s work with CAHPS® has found that many consumers
will consider plan performance information when it is available, but the empirical evidence is
mixed about how they use it and its relative importance in their decision making (Scanlon,
Chernew et al. 1997; Marshall, Shekelle et al. 2000). With some exceptions (Mukamel and
Mushlin 1998; Spranca, Kanouse et al. 2000; Chernew, Gowrisankaran et al. 2001; Scanlon,
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Chernew et al. 2002), studies have generally shown that publicly reported information has little
effect on consumers’ choice of health plans, hospitals, or specialists, and that publicizing quality
ratings has little effect on hospital occupancy rates, market share, or price. When making health
plan choices, consumers seem to give a lower priority to considerations of quality and service
than to the scope and generosity of coverage, provider choice, and premium costs (Sainfort and
Booske 1996; Robinson and Brodie 1997; Tumlinson, Bottigheimer et al. 1997; Chernew and
Scanlon 1998). However, the frequency of use and importance of plan performance information
tends to increase as consumers are exposed to and learn how to interpret it (Sainfort and Booske
1996). It is not clear whether consumers might increase their use of such information when
facing the potentially more long-range and more extended periods of service associated with
LTC, in general, and nursing facility care, in particular.
Understanding how consumers make LTC decisions and which methods they apply in
this decision-making process is necessary to understand whether and how they utilize available
information resources and how to improve these resources. In our framework, the consumer is
the person who makes the decision or who supports the decision-making process; this category
includes the patients/residents themselves, spouses, children, or other informal caregivers.
Health care professionals such as physicians, social workers, or hospital discharge planners are
also consumers of such information; however, in this study, we refer to them as information
intermediaries and focus on the patients, their families, and others as the consumers, as they are
ultimately using the information they gather to make
a placement decision.
Task Variables
Context Variables
The strategies consumers employ (e.g., how
Problem
consumers actually come to a decision) in choosing
among nursing facilities depend on many factors,
including characteristics of the decision problem
(e.g., number of choices, time available to make a
Decision
Making
decision, etc.), the decision-maker (e.g., knowledge
Strategy
level, etc.), and the context in which the decision is
Social
made (e.g., short vs. long-stay, social norms around
Person
Context
caring for older adults, etc.). Figure 1 illustrates the
Accountability
Cognitive Ability
three major classes of factors that influence the
Group Membership
Prior Knowledge
choice of decision strategy. These major types of
factors can affect the “availability, accessibility,
Figure 1. Conceptual Framework for Decision Making
Source: Payne, Bettman, and Johnson (1993)
processability, and perceived benefits of various decision
strategies” (Payne, Bettman et al. 1993), p.4). We used
this framework to identify important variables in the decision-making process and assist the
development of the focus group discussion guides in the current inquiry.

Characteristics of the Decision Problem: The characteristics of the decision problem
include the complexity of the task and context effects. Examples of increased task complexity
include large numbers of alternatives to select from, many attributes to evaluate (e.g., quality
items), a short timeframe in which to make a decision, and information that is not displayed in a
manner that is easily accessible to the target audience. Many of the characteristics of the
decision problem in selecting a facility are fixed; for example, the timeframe in which the
decision is made is not necessarily fixed, but it is typically very short for most people. More
than half of all nursing facility admissions come from the hospital (Jones 2002; Komisar 2002),
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and the nature of the discharge planning process from the hospital does not afford the consumer
much time to make a decision about which provider to select. However, in some cases, the
decision to move a loved one into a facility can be made over weeks or even months.
In order for consumers to select a decision-making strategy, they must first perceive they
have a choice in the matter. Given that the choice of provider is generally limited to those who
are located in close proximity to the consumer’s residence, we can assume that the number of
alternatives available to a single individual is fixed. However, certain limiting factors, such as
lack of bed availability in a facility located in the local area will curtail the ability of a consumer
to make a decision.
Characteristics of the Person (decision-maker): Assuming that the supply of providers in
the local area is sufficient and given that many of the characteristics of the decision problem are
fixed, the characteristics of the decision-maker will likely have the strongest influence on the
selection of decision strategy (Payne, Bettman et al. 1993). Consumers with prior experience in
selecting a provider may have a much easier time in the process than those who are unfamiliar
with the services that are available or the types of care appropriate for their loved ones.
Additionally, the decision-making process can be very demanding if one does not have the
cognitive capacity to understand the information presented. Time pressures can exacerbate these
challenges. In such cases, consumers may simplify the decision process by choosing to ignore
the quality information available and turn to other resources such as friends, family, or a provider
to help them select a provider. Those who do choose to access the quality information might
supplement that information with other resources as well, depending on how confident they feel
in interpreting the information.
Characteristics of the Social Context: Finally, the social context in which the decision is
made can influence the decision-making strategy selected. For example, a long-stay nursing
facility admission may warrant a more considered decision strategy than one for a post-acute
stay. The former is very often a permanent placement while the latter is more often temporary.
Given the ways in which nursing home information on the web has been designed and
implemented, public and private entity priorities for this design will dictate in part how the
information is used in the selection process. For example, given that the numbers of facilities
available in a particular region are generally unchanging, the utility of the information will be
affected by how it is displayed. High-level information can make the websites very accessible
but may not provide enough information to make an accurate/appropriate decision. Moredetailed quality information might limit accessibility to some but have a large benefit for those
who use it. The information must also be accessible at the time and place it is needed.
Furthermore, consumers need to be receptive to the information, which may include having a
perceived need for the information, knowing that the information is available, trusting its
accuracy and objectivity, and viewing it as relevant to their unique health status or health care
needs. A deficiency in any of these conditions is likely to diminish the influence of the nursing
home resources (Internet or otherwise) on facility choice.
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III. APPROACH AND METHODS
The primary task of this study was to learn how individuals faced with the need to select
a nursing facility for themselves, a loved one, or a person in their professional care make that
selection. Our interest was in identifying the factors considered and the processes used to make
these decisions. To gather such information, we interviewed six small groups of individuals –
four groups comprising consumers (two groups of former nursing home residents and two groups
of individuals who had selected or helped with the selection of nursing homes for a family
member) and two groups comprising information intermediaries (one group each comprising
hospital discharge planners and community-based case managers) – in four selected states using
the qualitative research technique of focus groups.
Qualitative research techniques in general, and focus groups in particular, are a common
method used to explore topics, issues, or experiences that are not well-understood (Morgan and
Scannel 1998). Like all research techniques, focus group research is conducted using standard
practices. The procedures we used to conduct our six focus groups are described in detail in
Appendix A and briefly described below.
The focus groups were conducted using a standardized topic guide, which contained the
issues or topics to be discussed in each focus group. These topics were designed to focus the
group discussion on the factors that inform nursing home selection and the process and resources
used by consumers and information intermediaries. To compare the information shared in each
group, the topic guide contained a set of common topics for discussion in all groups (such as the
information resources participants were aware of or consulted) as well as topics unique to each
of the three populations (former residents, family members of residents, and information
intermediaries). The topic guides for each group can be found in Appendix C.
IV. RESULTS AND FINDINGS
A. Summary of Focus Group Participant Characteristics
The two former-resident focus groups included a total of fifteen participants. The
participants were predominantly female (66%), Medicare beneficiaries (66%), and white (66%),
and had some college experience but not a 4-year degree (53%). Another dominant
characteristic of participants was that 93% of them had help in selecting their former nursing
home. This help came from multiple sources. Reported helpers included spouse or family (40%
of participants), information intermediaries (40%), friends (33%), and doctors (20%).
Seventeen family members of nursing home residents participated in the two family focus
groups. Each of the family members had played a role in the selection of their loved one’s
nursing home (24% were solely responsible for facility selection). Family members reflected an
even mix of gender (53% female, 47% male) and education (24% high school, 29% some
college, 18% 4-year college degree, 29% more than 4-year degree), but were predominantly
white (71%), and their family member in a nursing home was most likely to be a Medicare
beneficiary (88%). About one-third of family members had a loved one in a nursing facility for
which Medicare was the primary payor of the nursing home stay. The majority of nursing home
stays were paid for by other sources including private pay. Another dominant characteristic was
6

frequency of visits to their family member (76% visited one or more times per week). In
addition, 76% of participants had help in selecting their family member’s nursing home. As with
the former resident focus groups, help came from multiple sources. Reported helpers included
spouse or family members (47% of participants), the nursing home resident him or herself
(24%), information intermediaries (12%), doctors (6%) and pastors (6%).
The hospital-based discharge planner focus group had 11 participants. The discharge
planners were female (100%), had five or more years of experience in their current position
(82%), and were fairly split in the number of times per week they provided assistance with
placement in a nursing home, rehab facility, or skilled nursing facility (45%, 10 or fewer times;
55%, 11 or more times).
The community-based case managers’ focus group included eight participants. As with
discharge planners, the case managers were all female (100%). Participants were evenly divided
by years of experience in their current position (50% up to five years, 50% five or more years).
Participants provided assistance with placement in a nursing home, rehab facility, or skilled
nursing facility less often than discharge planners (63%, less than five times per week; 37%, five
to 10 times per week).
We have provided a summary tabulation of the characteristics of focus group participants
in Appendices D and E.
B. Themes Organized by Conceptual Framework
In the following sections we provide a summary of the key points regarding the decisionmaking approaches of consumers using the conceptual framework described previously as an
organizational guide. In addition, we provide samples of some of the most relevant discussion to
supplement our findings.
B.1. Task and Context (Decision Problem) Effects
B.1.a. Timeframe for making decision
Many consumer group participants described having had only one day or just a few days
to select a facility. The short-stay residents typically reported having had one or two days to
make a decision. One resident cited having had just a few hours to make a decision before being
discharged. Discharge planners had a slightly different perspective on the timeframe in which a
decision needed to be made. Whereas short-stay residents perceived they had a matter of hours
to make a decision, most of the discharge planners described beginning the discharge planning
process within 24 hours of hospital admission.
…We do a screening from, on day one. So we’ve already established where the patient
comes from, what’s the situation, how sick—and we anticipate [patient needs at
discharge]. (Discharge Planner)
However, discharge planners expressed the belief that patients and their families spent much of
the time during the hospital stay coming to terms with, the realization that they or their loved one
might need LTC and trying to understand their options. Thus, for the family and patient, the
shorter timeframe they reported for making a nursing home selection might reflect the time
between notification of planned discharge date and actual discharge, rather than the total time
they spent processing what was happening and exploring options prior to making a decision.
Discharge planners also cited the vagaries of patients’ conditions and the discharge notification
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system as factors, which complicate the decision-making process and affect the time available
for families and patients to make a decision. Physicians may make a decision to discharge the
same day, giving the family little time to prepare. Although the discharge planner will
sometimes try to keep the patient for at least one more night so the family can investigate their
options and make a decision, insurance coverage might also dictate the time available to make
the decision. One discharge planner shared that, in her experience, managed care plans tended to
allow little time for decision making: often just a few hours before discharge.
Among short-stay residents, only a small number reported having more than a couple
days to make a decision.
I guess it was a week or so? They said, we’re going to move you to the rehab center or a
nursing home. (Short-Stay Resident)
[We were given the weekend to make a decision.] We only had time to look at a couple of
places. (Short-Stay Resident)
Some participants who had had elective surgeries reported having discussed in advance of their
surgery with their physician the need for rehabilitation in a skilled nursing facility following their
hospital stay and having been provided with a list of facilities to consider prior to hospital
admission. These pre-admission surgical orientations tended to occur several weeks to a month
before the hospital stay, affording these patients much more time to consider their options.
The most significant differences in time available for making a decision were the result of
the type of placement needed (e.g. skilled nursing/rehab vs. long-term/custodial). While both
short-stay residents and discharge planners reported having no more than a few days to make a
decision regarding placement following a hospital discharge, family members and communitybased case managers seeking LTC cited longer timeframes to select a nursing facility; sometimes
as much as several months or years elapsed before a decision was made.
We had probably…I would say a couple of months. (Family Member)
About 6 months from the time my one aunt was put in the hospital and we knew the only
place to put her was this [nursing facility]. She stayed in the hospital quite awhile.
(Family Member)
During this time period, families would often explore their options while attempting to care for
the loved one at home before concluding that a nursing home was needed. Once the decision
was made to pursue a nursing home-level of care, family members usually spent between a few
days and a month searching for the right facility for their loved one.
B.1.b. Perception of choice
Most short-stay residents and informal caregivers recognized that they had a choice in
their selection of nursing homes, although some described their choices in terms such as “slim,”
or “a few.”
One focus group participant spoke of moving his mother from her home state to the home
of a family member in another state due to the lack of reasonable facilities available near her
home, until he finally moved her to a facility near his home.
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In many cases, particularly for the short-stay residents, their choices were presented to
them in the form of a list of facilities from which they could select the facility to which they or
their family member would be moved. Few consumers indicated they were given no choices.
In the case of one short-stay resident, the facility that was his first choice did not have a
bed available when he needed to be placed, so he selected another. He stayed in this second
facility for only a couple of days until a bed opened up in the first facility and he was able to
move.
One short-stay resident, who had been in the same SNF on three separate occasions prior
to her most recent stay, returned to the same facility for her fourth stay in part because she
believed no other choices were available. She indicated that she wished she had known of other
options, as she had become increasingly unhappy with this facility over her multiple stays, and
during her last stay, reported that she received poor care. In this case, her decision was based on
a perception that she had no other choices, rather than on prior knowledge.
I think I figured you took what you got. Once you’ve made the choice…everything was
supposed to be properly equipped and such. (Short-Stay Resident)
A family member echoed the perception that there were no choices for her as she was selecting a
facility for her mother, citing time constraints as impeding the ability to have reasonable choices:
…Sometimes you just don’t have choices. Everything was so quick. We had to make all
decisions by the time the hospital said she has to move on. (Family Member)
In another example, a family member who was making arrangements for two aging
relatives in another state indicated that her choices were really limited by her aunts’ preferences.
The rural town in which they resided had only one facility, and because they wished to remain in
their home town, she viewed this facility as the only option.
However, lack of choice is not always regarded negatively. While the one participant
who had stayed in the same facility four times expressed frustration at her perceived lack of
choice, the participant who was seeking a placement for her aunts was quite comfortable with the
ultimate placement, even given the lack of real choice in her situation.
B.1.c. What information is available (what do information intermediaries provide?)
Information intermediaries provide information to consumers in a variety of ways.
Discharge planners and community-based case managers who participated in the focus groups
most often mentioned that they provide a list of facilities to consumers to support them in the
decision-making process. Sometimes this list is customized; other times, it is generic and
contains information about all facilities within the local area. For patients in a managed care
plan, the list is often abbreviated, only containing those facilities the discharge planner knows to
be part of the member’s plan. Some participants mentioned receiving lists that were generated
on a daily basis with information about which facilities are able to accept patients and which
ones have suspended referrals or admissions, while others mentioned less frequent updates, as
infrequent as once a year.
Most information intermediaries discussed the importance of education – that simply
providing a list was not sufficient.
…it does take a lot of education and it takes a lot of discussion with the family, as well
as, you know, with the patient. (Discharge Planner)
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Several discharge planners discussed the use of a proprietary website
(http://extendedcare.com) that they used to generate a list of facilities for their patients. This
website is available on a membership basis and is paid for by the hospital. Patients and their
families cannot access this site directly to search facilities. The discharge planner is able to enter
the desired zip code or other geographic information and generate a list of facilities located in
that area, which is shared with the patient. The advantage of this site is that the discharge
planner can electronically communicate with facilities regarding bed availability and the ability
to accept a patient. One case manager indicated that she refers to various directories, including
one from the Alzheimer’s Association, another from Jewish Family Services, as well as others
from local organizations, to identify facilities for referral. These directories are not available to
the client.
Discharge planners and community-based case managers often refer to other websites as
well. One case manager often used the California Nursing Home Search (www.calnhs.org) site
to gather information for clients, or referred her clients to it directly, walking them through the
use of the site. Another case manager referred clients to the Benefits Check Up website
(www.benefitscheckup.org) sponsored by the National Council on Aging as a resource for
identifying ways to provide care or become eligible for special programs. Patients and their
families were rarely referred to Medicare.gov. One discharge planner indicated that she
preferred to refer patients to the state website instead. When asked if she ever referred patients
to Medicare.gov, the discharge planner responded:
…occasionally, I do, but if it’s within the state that our hospital’s located, I refer them
to the Department of Inspections and Appeals website. (Discharge Planner)
A community-based case manager cited the lack of relevant information on the
Medicare.gov site as the reason why she does not refer the site to clients:
One of the reasons we don’t use the website is we find so many of the people who call
us are very culturally specific and really are asking us for very specific information
that is not dealt with on that website. (Community Case Manager)
Other materials provided by information intermediaries include pamphlets, booklets, or
magazines that contain information about local LTC resources. The Lifestyles magazine was the
most commonly mentioned resource. Other resources mentioned were a guidebook developed
by a state Department of Aging, the Senior Home Guide, the Guide for Retirement Living, and
Seniors Life. Some information intermediaries provided patients/clients with a paper checklist of
what they should look for when they visit a facility, while others consult with clients to provide
education regarding what to look for when making an inquiry or visit.
B.1.d. Barriers imposed on information intermediaries
Discharge planners and case managers appear to be among some of the most
knowledgeable individuals regarding the types of facilities in their area. However, these
information intermediaries are often unwilling to make or may even be prohibited from making
specific facility recommendations, whatever sources of information they may use or make
available. This unwillingness or inability to share information may exacerbate the inherent
problems that consumers and their families face in choosing a nursing home.
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In some cases, discharge planners and case managers were unwilling to provide specific
recommendations because they did not want to be subject to the anger or disappointment of
patients/clients who were ultimately displeased with the recommended facility.
I never recommend. I will explain. I will say it’s closer to you, as far as location…
But I find I don’t recommend, because sometimes it comes and bites you back…
(Discharge Planner)
Others believe that they are specifically prohibited from making recommendations:
We would never make those decisions for the client but…We could get into lots of
trouble … We don’t have the legal authority to do that. (Community Case Manager)
Private-pay case managers perceive more flexibility in providing recommendations and some of
them do so:
…We will give our own humble opinions just because we have quite a bit of
information for a lot of them. (Community Case Manager)
However, even the private-pay case managers may shy away from providing recommendations
for the same reasons stated by the hospital discharge planners, namely that they don’t want to
expose themselves to liability or blame if a client is unhappy with the recommendation.
B.2. Personal Characteristics
B.2.a. Knowledge level
Knowledge about LTC: Consumers almost never understood the differences among the
various types of LTC facilities. They often referred to all types of facilities as “nursing homes,”
even though many of these facilities are intended specifically for rehabilitation following a
hospital stay. Still, information intermediaries commented that consumers are becoming more
knowledgeable about skilled nursing care:
…in the past year—many more consumers, families, are very informed and very aware
of Medicare. They’re very aware of the skilled nursing. They may not know about
how all it works, and how their benefits work, but they’re usually requesting the
skilled care. (Discharge Planner)
However, consumers of LTC (custodial care) appear less well-informed:
In terms of long-term [care]…persons are really not very well informed of a multileveled facility, and they really don’t understand the differences. Or they don’t know
what to look for. (Discharge Planner)
Knowledge about quality: Consumers generally do not understand the more technical
concept of clinical quality. Often what they consider to be a high quality facility is one that
appears clean and has amenities, rather than one that provides good quality care as evidenced by
publicly reported quality measures or number of deficiencies. Sometimes they indicated using
sensory information to ascertain quality – most indicated that if they walked into a facility and it
had a bad smell, they would walk out.
Most of them are not informed as to the medical care. They couldn’t possibly. [They]
walk in, and [they base] their decision on how clean, or how non-smelling [a facility
is]. (Discharge Planner)
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Other consumers also expressed concerns about the quality of the facility based on seeing
residents sitting in wheelchairs in the hallways during a visit. Some expressed interest in
knowing about staffing levels, a structural aspect of quality, but it was unclear if any of these
consumers were aware of the optimal staffing ratio to evaluate that information. Short-stay
residents who had first-hand experience with high staff-to-patient ratios in a facility were most
likely to mention staffing as an issue.
[Families and patients with prior experience ask] ‘well, what’s the quality of care?’
It’s usually, do they give good care? Are they going to treat my family member right?
Do they have the right staff? (Discharge Planner)
Knowledge about cost/insurance: In general consumers (residents and family members)
were unaware of the costs of LTC. Most of those who had insurance were familiar with what
their insurance plan was and what it would cover. Still, one former resident insisted that Social
Security had covered his skilled nursing stay, suggesting confusion exists over whom or what
entities were responsible for covering his care. Equally important, residents were generally
unconcerned about the costs, as they believed insurance would cover their stay. Even one former
short-stay resident, who had no insurance, remained unaware of the costs of her stay subsequent
to her discharge (her family took care of the costs of care).
Family members generally had no knowledge of the costs before they began the search
process. Most were familiar with what insurance would cover, but given that most family
members were in search of long-term, custodial care rather than skilled nursing care, insurance
coverage was not relevant. Even prior experience helping to make LTC decisions for other
family members did little to prepare them for their current situation. Many were overwhelmed
by the costs and also uninformed about the ways to finance LTC.
[Cost is] a very major issue, because it’s not just finding a place. It’s being able to
afford it … (Family Member)
I didn’t know about the insurance, the LTC, Medicare, Medicaid, until I got involved
with all this. It’s awfully complicated… (Family Member)
Interestingly, those who were better educated had few advantages over those with less
education when it came to searching for and selecting a nursing home for their loved ones.
B.2.b. How do consumers and others obtain information?
As described above, information intermediaries have several resources available to them
that they share with consumers to support the search for and selection of a nursing facility. The
consumers in our focus groups used some of these resources and supplemented what they
received and used from the intermediaries with other sources of information they identified on
their own. For short-stay residents, the primary source of information was generally the list of
facilities provided by the hospital discharge planner. Both short-stay residents and families also
relied heavily on prior experience and the experiences of friends and family to help establish a
list of facilities to consider or to narrow down a pre-existing list to those that would be worth
considering.
Well, you talk to your friends too… They’re having relatives sick that have to go into
these places so they tell you horror stories or good stories so that also helps you make a
decision as to where you want to go. (Family Member)
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Almost universally, visiting a small set of candidate facilities was an important part of the
selection process. Short-stay residents were generally unable to visit facilities on their own, so
family members visited the facilities and reported back to the resident what they learned and
their impressions of each facility.
Well, [my children] visited every one in the area, and then came back and said, ‘here is
what we recommend’. And that’s where I went. (Short-Stay Resident)
Family members of long-stay residents also visited facilities, generally on their own. One family
member, who was helping to place her aunts in a facility in another state, did not visit the
facilities herself, but instead relied on family members in the local area to view the facility and
report back to her what they learned.
A few focus group participants indicated that they used (or their family members used)
the Internet to help gather information about nursing homes. Almost exclusively, the Internet
was used to develop a list of facilities, rather than to gather quality or other information about
facilities that were already under consideration. A few participants indicated that they consulted
the Yellow Pages on the Internet to create a list of facilities; another mentioned using
“nursinghome.org”.1
I went to the yellow pages in Miami. You can do that [on] the Internet. Then [I] typed in
nursing homes and then it lists facilities. (Family Member)
Other ways that participants generated lists of candidate facilities included discussions
with nursing home staff, administrators, and residents; advertisements (either ads in the
newspaper or mailings); public information about pending lawsuits, and state reports.
B.2.c. Perceived utility of the Internet, when consulted and by whom
One of the greatest challenges to using the Internet as an information source is
accessibility at the time it is needed to support the decision-making process. In particular,
hospital patients and their family members reported not being able to access the Internet in a
timely fashion to help aid them in their selection. As discussed previously, information
intermediaries often consult the Internet to help develop a list of facilities for their
patients/clients, and one community-based case manager used a state-specific website to which
she often referred her clients to do their own searches.
Few consumers participating in the focus groups were aware of the Medicare.gov site or
Nursing Home Compare. None of the consumers mentioned using the Nursing Home Compare
site, and when asked specifically if they had used the site, many consumers were not aware the
site existed. Although information intermediaries were more familiar with the resource, some
indicated reluctance to share this site with their patients or clients. Among the concerns were
that the site is not considered up-to-date regarding the status of corrective actions stemming from
prior surveys or the identification of new problems and thus can provide less-than-accurate
information to consumers:
My experience with recommending the [Medicare] website is … that it’s not always
up-to-date, as far as, [the number of] deficiencies [for each facility]. (California
Health Care Foundation) it’s not updated regularly, [facility management has] had
1

This URL links to the Illinois Council on Long Term Care. It appears that the participant may not have clearly
recalled the site viewed but nevertheless had identified a site that was useful in her search.
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time to correct … what the deficiencies were. [Also, it] doesn’t explain very clearly,
what might be a staffing problem. (Discharge Planner)
Another indicated that the site was not user-friendly and for that reason, she was unwilling to
direct patients and their families to the site:
[The Medicare website is] not very user-friendly … I’m thinking of families who [are]
not able to manipulate a computer system. I mean, the website that I got into was not
very user-friendly to me, but it took a while to [find what I needed] but I could finally
get to the information I wanted. (Discharge Planner)
B.2.d. Role of information intermediaries (e.g., discharge planners, physicians, communitybased case managers), when contacted or involved and by whom
Short-stay residents reported relying on the hospital discharge planner to provide them
with information and guidance regarding the search for and selection of a nursing facility. In
some cases, the discharge planner was their only, or most important, resource. Some indicated
that they would have liked the discharge planner to play a greater role in supporting the decisionmaking process, including giving recommendations. As discussed previously, discharge
planners are reluctant to or, in some cases, prohibited from giving recommendations to patients
regarding different facilities. Other consumers indicated that they would have liked their
insurance plans to provide more guidance regarding nursing facilities. Few relied on their (or the
family member’s) physician to provide information, and several indicated that they would have
liked their physician to be more involved in the search and selection process. Physicians were
sometimes characterized as “out of touch” or lacking sensitivity about the needs of their patients.
There are [Physicians] that some of our clients have who say, “No, you’re fine to go
home” and really don’t know what the support system is at home or if there’s any
family, if the patient can afford a caregiver or how the patient is going to come in for
follow-up care. (Community Case Manager)
Well, [often] the physicians will ask for the patient to be discharged that day, and …
the plans will have changed... a hundred degrees since the day before…you try to
advocate for the patient to at least give them the evening to send the patient out, so
that the family can go look, but [often] it’s just a short time. (Discharge Planner)
One discharge planner stated that many patients and family members were reluctant to
hear from her that they or their loved ones would need a nursing facility stay. She indicated that
if the physician would take a larger role in preparing the patient and family, the decision-making
process and transition might be easier:
…It’s kind of difficult for families [and] the patients—not just families—[to access]
information about their loved one’s care, or changes in communication with the
physician, is kind of like they need to hear it from [the physician]. (Discharge
Planner)
Family members seeking long-stay nursing home care had fewer, but more varied formal
resources upon which to rely than those seeking short-stay care. Few had access to discharge
planners, as their loved ones were generally not in a hospital at the time they needed to search for
and select a facility. Family members most often consulted community-based case managers
when their loved one was enrolled in a community-based program (e.g., publicly-funded
[Medicaid or other state programs] home and community-based services), attended a senior
14

center, or were already in a nursing facility and needed to relocate. Sometimes the clients paid
for case management services. Several family members indicated that their family physician
provided recommendations for nursing facilities. However, the most common resources family
members relied upon in their search were informal sources such as family and friends, their own
research on the Internet, and/or visits to the facilities for first-hand investigation.
B.2.e. Information sources used by consumers
The decision-making process is often begun by the generation of a list of facilities for
consideration. Often, as in the case of the former short-stay residents, the list is generated by a
formal information intermediary (discharge planner). Although less common, the lists may also
be generated by searches on the Internet or input from friends/family. This list is generally
winnowed by de-selecting facilities that are not in the desired location (either near home/family
or near the hospital). Word of mouth often then plays a significant role in further narrowing the
list of candidate facilities. A discharge planner commented on the power of word of mouth:
I would say at first, everybody swears that they don’t know what they want to do, and
how they’re going to go about it. But as soon as I provide them with the list of
places…they all of a sudden know all kinds of reputations about all of the different
types of places. (Discharge Planner)
The lists and word of mouth provide a “starting point” for selecting a facility. The final decision
is often then made after visiting the facilities on the list.
[Networks, friends give] you a starting point. I had a couple of starting points and
when I walked into them is when the vibes came out and your visual goes into it, your
nose goes into it. (Family Member)
As this family member stated above, it is often the individual’s intuition, “gut feeling,”
“vibe” from the facility, or “common sense” that are the factors that play into the decision.
Visitors to the facility often take their cues from sensory information such as the “sniff test” in
the facility, whether or not they see residents sitting in the hallways, how residents are dressed,
and cleanliness of the facility.
A striking difference was observed between short-stay and long-stay nursing facility
consumers in terms of the information sources used, but these differences were generally limited
to the approach used to generate a list of facilities for consideration. Above, we described the
information sources consumers often accessed during their search. Generally, the families of
hospital patients, sometimes with input from patients, made their decision based solely on the list
provided by the discharge planner, supplemented by word of mouth and information gathered
through visits to selected facilities. Given the time constraints they are under to make a decision,
rarely do they perceive that they have the time or the ability to access the Internet to gather
additional information. As mentioned previously, few family members feel they are able to
access the Internet in the time they have and often spend that time talking to friends or family
and visiting the facilities instead. In contrast, fewer family members of LTC residents (as
opposed to short-stay skilled care residents) had information intermediaries to rely on to identify
candidate facilities. These family members still generated a list of facilities but their lists often
were derived from prior experiences, recommendations from friends or family (word of mouth),
their own Internet searches, and, although less common, advertisements. However, the process
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of narrowing the list down to the selected facility was very similar to the approach taken by
patients and families in search of skilled nursing care.
B.2.f. Priorities for NH selection
Consumers were asked to identify the key or priority characteristics that informed the
selection of a specific skilled nursing or LTC facility. Information intermediaries were asked to
provide their perception of the characteristics that consumers identify as key or priority. In the
text below, we provide a summary of the most common priorities overall.
Our analysis of the focus group transcripts showed that the single most frequently cited
factor in the selection of a facility was location. This finding held for both skilled nursing stays
and long-term custodial stays. While most were concerned with the facility being located close
to the resident’s or family’s home, some wanted the facility to be in close proximity to the
hospital, in case they needed to be readmitted.
The second most common priority for nursing home care was that the facility staff took
“good care” of the residents. This information was most often assessed by a visual inspection of
a facility, as described above. Additional factors that played into the decision included the
following:
x
x
x
x
x
x
x
x
x

The facility staff speaking the language of the resident (either a foreign
language, if relevant, or English: some family members indicated the
importance of staff speaking English well),
The perceived cleanliness of the facility,
The newness/age of the facility,
The existence or availability of social activities (games, music, etc.)
appropriate to the consumer’s age,
The affordability of the facility,
The safety of the neighborhood or the presence of a locked ward to keep
residents from wandering,
The availability of a private room for the resident,
The facility’s affiliation with a religious order or the availability of religious
services, and
The resident’s physician having privileges in the facility.

Appendix F provides a summary of the priorities for nursing facility selection,
distinguishing those stated by former short-term residents, family members, and information
intermediaries. Family members and information intermediaries both listed proximity to family
or home as the most important characteristics used in selecting a facility. Recommendations
from family, friends, and physicians or other providers were also commonly cited as factors
playing into the selection of a facility. Although information intermediaries perceived that
consumers placed a very high priority on the cost of the facility as they made their decision, cost
was not mentioned routinely as a concern for the former short-stay residents (most of whom had
some insurance coverage), nor did family members rank cost as highly as other factors. Former
residents and information intermediaries placed a much higher priority than did family members
on the appearance or the newness of the facility in the selection process, although it was
mentioned by a few family members as being important. Overall, former residents, family
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members, and information intermediaries appeared to identify many similar issues that factor
into the decision-making process, although the priorities they placed on these factors differed.
Role of bed availability in decision making. Rarely did bed availability play into decision
making. Two former short-stay residents did indicate that because their first choice facility was
not available when they needed the bed, they had to be placed in another facility until a bed
became available. A family member said that the facility she chose for her mother did not have a
room available on the day they made their selection, so they had to wait until one became
available. Her mother resided with her in the community until the bed became available.
Tradeoffs between cost and location. Few focus group participants explicitly made a
trade-off between cost and location. However, one family member was comfortable with
spending more in order to have his mother nearby:
Well, the cost, you look at it as [you’ll] spend a little bit more if it’s closer to your
house. You’ll spend a little more if you feel comfortable with the nurses and aides
already. (Family Member)
B.2.g. Managed care influence
Several focus group participants in the short-stay resident groups who were enrolled in
managed care plans mentioned that the contracts their plans had with a select number of facilities
simplified their selection process. Given the limited choices, one participant simply chose the
facility closest to his home; no other factors played into his decision. While fewer choices may
simplify the decision-making process, HMO enrollment may raise other problems that might be
important to consider. One discharge planner raised the issue that managed care patients and
their families are frustrated because they are not always able to go to the facility they prefer.
Further complicating the decision process, hospital stays may be shorter for managed care
enrollees. Whereas the discharge planner may be able to work with the physician to extend the
hospital stay of a non-managed care patient to enable the family to select a facility and prepare
for the move, that flexibility is not always possible for managed care patients.
… With an HMO, again, it’s always been difficult [for] the family, because they only
have hours to work on it. (Discharge Planner)
B.2.h. Continuity of physician and hospital care
Maintaining an existing physician relationship was not identified as a priority in the
decision-making process in our consumer focus groups; however, some patients and family
members did want to know if their physician had privileges at the facility they went to, or
selected a facility that was close to a hospital, rather than close to home. Several factors may
contribute to the lack of priority assigned to continuity of care. First, in most cases, the family
members were seeking LTC and as a result focused more on amenities related to quality of life
(such as the physical environment) than whether an existing physician relationship could be
more readily maintained at one facility than another. Second, when residents are being moved
from another state, county, or city to a facility that is suited to their needs or close to family, the
option of continuity is not an issue. Third, while some family members did consider the
hospitals a facility routinely uses when hospital treatment is needed, the goal or priority in
selecting the facility was to identify one affiliated with a hospital viewed as providing quality
care, rather than a hospital with which their loved one had a treatment history.
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I always ask what hospital does the rescue take you to. And my choice is [hospital name]
or [hospital name]. Those are the two choices I want, so that’s where I have my mom.
(Family Member)
Because it just was so bad, … you have no control of where they’re taken… But with the
hospital they took them to [it] used to be called The Toilet Hospital. (Family Member)
Continuity appears to be of greater concern to short-stay residents than to those seeking
LTC. For example, one short-stay resident reported that she selected a facility to minimize travel
time from the hospital (or back to the hospital in the event of a complication or emergency). In
addition, the importance of continuity in the selection process was mentioned by several of the
information intermediaries in the discharge planner focus group.
…They’ll make trade-offs against being near a family member so that they can be near
the doctor and hospital. (Discharge Planner)
…If they can keep them in the same area in which they live, so that they can be close to
the hospital… (Discharge Planner)
…If the doctor also goes to the [facility] because they like staying with the same doctor
(Discharge Planner)
B.2.i. Psychology of decision making
The decision-making process is sometimes challenged by the patient or family’s denial of
the need for nursing facility care. While most discharge planners indicated that the hospital
initiates after-care planning shortly after the patient is admitted to the hospital, the families that
participated in our groups did not always accept the need for a nursing facility until shortly
before discharge. While some of this initial lack of acceptance is certainly due to changes in the
patient’s condition during the hospital stay, often that is not the case; rather, the discharge
planner indicates to the family from the outset that the plan is to discharge the patient to a skilled
nursing facility. However, family members may believe that they can care for their loved one at
home; some even try but soon realize they are unable to provide the level of care the patient
needs. Consequently, the decision to place an individual in a facility becomes emergent,
reducing the time available to search for and select a facility.
…[Family are] trying to figure out if there’s any other options available, or [waiting
to see] if they just wait long enough, that the diagnosis will change…. (Discharge
Planner)
B.2.j. How consumers would approach selection in the future
When asked specifically what they would do differently to select a nursing home, given
the benefit of having gone through the process at least once, most consumers felt they had made
the best choice they could.
In my case, I can't find anything better. (Family Member)
I don’t think I would have made any other choice—a different choice—if I had more time.
(Short-Stay Resident)
Some consumers expressed their dissatisfaction with the facility they were in but couldn’t
articulate a plan for doing things differently in the future:
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I wouldn’t refer to where I was, or go back to the same place again. That’s all I know.
(Short-Stay Resident)
Others expressed a desire to have had more information, either about their care options or the
specific facilities available, but did not have clear plans for obtaining the information:
I guess I didn’t know other skilled centers existed, or other hospitals had skilled centers
of their own, or there were other places you could go, so I would check into that, and
definitely go with, to a different place... (Short-Stay Resident)
B.3. Social Context
B.3.a. Social pressures/social norms
A common theme heard throughout each of the focus groups, particularly the family and
information intermediary groups, was that nursing homes are the last resort. With this mindset,
many try other options to provide the care their loved one needs before moving the person to a
facility. One family member moved his mother three times across three states to get her the care
she needed in a community setting with family. Ultimately, he was not successful in meeting her
needs in the community and had to make arrangements to move her into a facility. For many
family members, there was a certain amount of stigma attached to putting a family member in a
nursing facility. Some expressed the feeling that in some ways, it is a sign of failure on the
family’s part if they have to place a loved one in a facility. This stigma may contribute to delays
in beginning the search for and selecting a facility for a loved one
Nursing homes are very taboo. It shows a failure of the family unit, not taking care of
the elderly. (Family Member)
[Family members want to keep patient in the] hospital as long as possible, because
the hospital—it’s better. It’s nicer. In the hospital, it’s not as bad, for someone. So
where’s the mom? Oh, she’s in the hospital. Where’s your mom? She’s in the
nursing home. So that plays a lot in them stalling. (Discharge Planner)
Many family members who were uncomfortable making the decision to place their family
member in a facility stated that they would have preferred the decision be taken out of their
hands, so that they would not feel so guilty. One family member said:
I think a lot of people don’t want to make the decision so they don’t want to be
responsible for it, so that way they can gripe about it. It’s much easier to say it’s your
decision but then I can fault you for it. (Family Member)
A community-based case manager discussed how family guilt shapes her role in working
with families. The case manager shared that she spends a good portion of her time working with
the family on the guilt issues before a facility is selected.
The one other thing that no one’s really mentioned, though, is the guilt factor that
families have when they have to place somebody in the nursing home. You know, “I
made this promise never… I promised never to do it. Now we’re doing it.” So a lot of
the work has to do with, you know, relieving that guilt. (Community Case Manager)
B.3.b. Type of Placement
Short-stay residents experienced decision making and decision support in a different
context than individuals seeking a long-term placement for a family member. Hospitals have an
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institutional structure that assures the patient and/or patient’s family will come in contact with an
information intermediary in the form of a discharge planner or social worker. The hospital
environment and the more typical need for post-acute care or rehabilitation services shape the
nature of the interaction between patients and information intermediaries. For patients and
family, the presence of a discharge planner assures a minimum level of information and
assistance in identifying facilities.
Intermediaries reported that it is easier to engage a patient in a discussion of care options
if the patient believes he or she will eventually return home. Some intermediaries also reported
that it is easier to find beds for patients in need of post-acute or skilled nursing care than for
patients in need of long-term, custodial care, implying that payor source influences availability:
One thing I did want to mention that is kind of overlooked in the placement of custodial
versus skilled nursing is the payment. Because you tend to have more availability for
skilled nursing that’s covered by Medicare. (Discharge Planner)
For families seeking long-term or custodial care for a family member who currently
resides at home, there is no mechanism to promote or assure contact with community-based
information intermediaries. None of the participants in our family groups mentioned interaction
with community-based case managers, although several mentioned hospital social workers and
discharge planners. Families seeking to place a loved one who has been residing at home could
choose to seek out and identify case management resources for which they are eligible or for
which there is no cost, such as social workers or case managers at local multi-purpose senior
centers. However, participants in the consumer groups did not identify private or paid case
managers as a resource. As a result, decision making for individuals seeking long-term or
custodial care was often made without the assistance of any information intermediary.
B.3.c. Cultural Issues
Culture, language, and ethnicity are factors that affect the context in which consumers
make decisions about nursing home care. These factors can represent barriers to information
access for individuals with limited English proficiency, or these factors can drive choice when
cultural and/or language issues are top priorities in decision making. Cultural issues were
identified by participants in the groups conducted with families of nursing home residents and in
the groups conducted with information intermediaries. Participants in the groups conducted with
short-stay residents did not mention culture or language in discussing their use of information,
priorities for decision making, or identification of gaps in the available information.
According to focus group participants, culture and language can affect consumers’ access
to information on care options and facilities, as most information is presented in English. Even
when material is also available in Spanish, it does not meet the needs of individuals whose
primary language is not English or Spanish:
The information that we have, we only have in two languages. And we serve a diverse
population. It’s the information itself. It needs to be in more than just two languages
because we serve more than people that speak one or two languages. (Community Case
Manager)
Culture can also act as a barrier to access in that some families and information
intermediaries reported that they must overcome cultural stigma associated with placing a loved
one in residential care.
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[In the] Cuban [culture] you don’t ever put your family members in a home ever because
they always take care of them. That was not an option. (Family Member)
…We have a very large Hispanic community here, which is not mentally prepared to
place their loved ones in a nursing home. (Discharge Planner)
Language and cultural needs can promote access to a specific facility or type of facility
when used to drive the selection process.
…I found for most ethnicities above everything else, the food, the language…
(Community Case Manager)
I decided that I wanted her to be, to feel comfortable, [to]have somebody in the room,
somebody who speaks Spanish, even though sometimes she doesn’t want to speak
Spanish…(Family Member)
B.3.d. Family Dynamics
The interaction among family members is another factor or force in decision making in
that it shapes the environment or context in which decision making occurs. Participants in the
focus groups conducted with short-stay residents were unanimous in identifying the positive role
or influence of family in decision making. For these consumers, family either had sole or partial
responsibility for the selection of a specific facility, or acted as a sounding board for former
residents as they made their selection.
Participants in the groups conducted with families of current long-stay nursing home
residents communicated a different perspective on the role family played in decision making.
Some participants reported that an extended network of family members shared responsibility for
facility selection. Other participants reported that they were placed in a leadership role for
decision making because they were their loved one’s only family, other relatives lived too far
away, or other relatives failed to act or made decisions that were not best for the loved one.
I have an aunt that lives north of here in Florida. And her 2 sons are in New York so I’ve
inherited most of their burden being local. (Family Member)
… I had carte blanche by other family members to move forward because I took the
responsibility, no one else would, but I did have to, want to include everybody every step
of the way, including my mother, who in the beginning knew where she was headed.
(Family Member)
C. Themes that Fall Outside of Conceptual Framework
C.1. Perceived gaps in information
Many of the focus group participants reported that the information they needed or wanted
was not available to them when they needed it. Several people mentioned the inability to find a
particular type of information that is already available but about which they were not aware, such
as the results of the most recent state survey. For example, one family member discussed the
desire to have had a resource that would allow comparison of one facility to another.
There’s no governmental standard you can go to and say this is choice of A, B, C, D.
You’re comparing apples to oranges everywhere you go and you cannot trust anybody
and rely on anybody and there’s nobody you can turn to who will give you a black and
white answer. There just isn’t there. I can go to Consumer Reports and find out more
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about a bicycle than I can about a nursing home. (Family Member)
Another family member wanted to see a consumer rating, like the “Good Housekeeping” seal:
Why can't they rate them like the hotel chains, five star, four star. Why is it so
complicated? (Family Member)
Some wanted more readily accessible information about regulations (either state or
federal) related to staffing, background checks on or qualifications of staff, and lawsuits settled
or pending. These types of information are generally not included in the publicly available
consumer resources. Another participant wanted a report card on facilities. Others simply
wanted to have someone sit down with them and take the time to explain what they needed to
know to make a decision.
C.2. Focus group participant ideas for improving information resources/selection process
The ideas generated by focus group participants for improving access to information
needed for decision making fall into three main categories: 1) information access and
dissemination; 2) information content; and 3) consumer understanding and comprehension.
Enhanced information access and dissemination were more likely to be identified as
means of improving or easing the process of nursing home selection by consumers than by
information intermediaries. Specific enhancements identified by consumers included improving
information on where and how to find an information intermediary, more ready access to an
information intermediary who can recommend for or against specific facilities, better access to
an intermediary who is trusted (such as a physician or hospital social worker/discharge planner),
and having information available in a range of locations (such as doctors’ offices, public
libraries). Both consumers and intermediaries mentioned that information should be available on
paper as well as the Internet, as the web is not readily accessible to all consumers or
intermediaries when they need it to support time-critical decision making.
It should be public record. Accessible by either the Internet or the others, as [participant]
mentioned, go to the library. But it should be public information, easily accessed.
(Family Member)
In terms of improving the content of information, consumers and intermediaries had
similar recommendations, which included using terminology or language that is clear and easy to
understand and providing information in several languages to serve the broad range of
consumers with limited English proficiency.
In addition, consumers and intermediaries recommended providing information,
testimonials, or referrals from individuals with direct experience with a facility (either from their
own stay or that of a loved one). In addition, consumers also recommended providing facilityspecific assessments from professionals or experts (such as physicians or social workers who
have visited the facility).
Information intermediaries (hospital discharge planners and community based case
managers) identified consumer knowledge as an area that could contribute to improving
information and the selection process. Intermediaries suggest that campaigns or efforts to
educate the public about LTC in general (such as public service announcements, seminars at
churches or other community locations) would reduce some of the burden that consumers face in
the selection of a nursing home or other care facility.

22

…I think if we had our younger generation better educated—if there were something put
out that explained what a skilled nursing level of care is. What custodial care is. What
part of that is covered by Medicare or Medicaid. (Discharge Planner)
V. SUMMARY
The findings from these focus groups echo the findings of other qualitative and
quantitative research on the factors associated with the search for and selection of a nursing
facility (Maloney, Finn et al. 1996; Rodgers 1997; Shemwell and Yavas 1997; Lawrence, Moser
et al. 1998; Kellett 1999; Lundh, Sandberg et al. 2000; Ryan and Scullion 2000; Castle 2003;
Edwards, Courtney et al. 2003). Older adults and their family or other health care agents do not
generally avail themselves of the large quantities of quality information and information
resources in the process of selecting a facility. In order to begin the search for a nursing facility,
one must first recognize that there is a need for that level of care. Denial of or lack of
understanding about the needs of a loved one may result in delays in beginning the search
process. Few plan well in advance of an emergent need and most have only a day or two to
select a facility.
While those being discharged from the hospital to a skilled nursing facility generally had
less actual time to make a decision, even family members considering a nursing home for a loved
one on a long-term basis often waited until the need became emergent, thus curtailing any
opportunities to make a more considered facility selection. Given these constraints on the
decision-making process, patients and their families are likely to rely upon lists of facilities
(when available), more obvious physical and sensory characteristics of the facilities, and word of
mouth, and be more concerned with the location of the facility than with the technical aspects of
the clinical quality of care provided.
Information resources did not always provide useful information for consumers. Some
information that consumers desired was missing or inconsistent across information resources
such as quality of life information. Also, consumers perceived that resources were limiting due
to information being presented only in English when other languages were needed or because
consumers found the websites difficult to navigate.
Few focus group participants accessed the Internet for information. For a variety of
reasons, discharge planners were reluctant to provide information from Medicare.gov or even to
recommend it to their patients. Short-stay residents and their families did not typically have
access to the Internet at the time when a decision was needed. Thus, even if they had obtained
positive information from the Internet about a particular facility, they would have been unlikely
to follow up in the short time available. Although family members seeking long-stay facilities
were more likely to include the Internet as one of their information sources during their search
process, none reported using Nursing Home Compare.
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VI. AREAS FOR FURTHER EXAMINATION AND RESEARCH
Below, we review some of the major findings from the website content review
(Shugarman and Garland 2006) and the focus groups. We also present recommendations for
further consideration and research based on these findings. The recommendations are organized
into two categories: 1) issues related to the functionality and design of the information resources;
and 2) issues related to improving the accessibility of the information.
A. Issues Related to the Functionality and Design of Information Resources
Finding: In the web content review reported in a companion volume of this report
(Shugarman and Garland 2006), we found that the reading level of most of the sites was at the
college level, which is far higher than the average reading level of the public (Kirsch, Jungeblut
et al. 1993; National Center for Education Statistics 2003) and which makes these sites
potentially impossible for most to access and understand. Several focus group participants
mentioned their desire to have information in plain and simple language.
Not only was reading level a challenge, but many consumers and information
intermediaries cited the lack of information in languages other than English as a challenge in
communicating with consumers. Only about one quarter of the sites we reviewed had
information available in a language other than English, and in most cases, the only other
language in which the information was available was Spanish. Particularly in the focus group
locations that had great cultural diversity, language of information resources was cited as a
primary concern to consumers.
Implications for Future Research: Areas for exploration include the identification of
information resources that could be made available in other languages beside English and
Spanish. Additionally, future work could focus on reviewing existing materials to ensure they
present information at an appropriate reading level.
Finding: The PEW Internet and American Life Project (Fox, 2005) found that 26% of
Americans age 65 and older are “online” using the Internet for email and other purposes,
compared to 67% of Americans age 50 to 64. Other studies, which focus on use of the Internet
for activities other than email, have found lower rates of Internet use – 8% for Americans age 65
and older, and 29% of Americans age 50 to 64 (Harris Interactive 2005). These studies indicate
that older adults’ use of the Internet is dominated by email, and as a result this population, the
largest long-term care consumer group, may not be “web-savvy.” For example, websites that
require the viewer to scroll down a page to find the information they need may not be entirely
intuitive to someone who is not already comfortable navigating the Internet. As discussed in the
companion web content review report, not all web sites are appropriately labeled, include
working web links, or can be viewed with larger font sizes or be resized for those with visual
impairments. All of these only serve as barriers to the use of long-term care information
resources on the Internet in supporting the decision-making process.
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Implications for Future Research: These and other factors discussed in the web content
review point to the need to consider the greater application of website design standards and
additional design considerations for those not currently comfortable using the Internet.
Finding: Consumers are often in search of “big picture” information about facilities
such as where they are located – information that could easily be found on the Internet. At the
same time, consumers are in need of specific details about facilities that are not currently
available through most Internet information resources, including information on quality-of-life
issues such as activities available in the facility, languages spoken, whether food can be provided
to meet residents’ dietary or cultural needs, the physical appearance and cleanliness of the
facility, how it smells, and how the facility cares for residents (e.g., do residents sitting in the
hallways and are they dressed appropriately).
Consumers are also concerned about how current is the information available on the
Internet. Family members and former short-stay residents reported dismissing the information
that they felt was not up to date such as information on deficiencies, and information
intermediaries would often not refer their patients/clients to resources they felt were not up to
date. Although bed availability was not a prominent issue among consumers and discharge
planners generally had up-to-date information from the facilities, a few consumers mentioned
waiting additional days or weeks to get a bed in their facility of choice or going into a secondchoice facility because a bed was not available in their first choice.
Finally, consumers indicated a desire for a report card or grading system that could
summarize the performance and quality of a nursing facility in a succinct way. A “Consumer
Reports” style report card or star ratings might help to facilitate the selection of candidate
facilities by presenting information in an easily understood format, similar to that used in other
industries to rate or grade services. For example, the California Nursing Home Search website
(www.calnhs.org) presents 3-star ratings for each facility in several domains including staffing,
quality of facility, quality of care, and finances and cost. This site also facilitates the comparison
of these ratings across multiple facilities to quickly identify the “best” facility based on the
consumer’s preferences.
Implications for Future Research: Explore the feasibility of adding quality-of-life
information (e.g., languages spoken by staff, dietary concerns, activities available, etc.) to
quality-of-care information that is currently available through the Internet or other sources.
Implications for Future Research: Explore alternatives to address information users’
concerns about the timeliness of information. This process might include assessing the
feasibility of providing more up-to-date information on facility characteristics of interest such as
actions taken to remediate deficiencies, bed availability, etc. or providing consumers and
information intermediaries with links to other resources that have more recent information.
Implications for Future Research: Explore the feasibility of applying a report card or
rating methodology more broadly. This may follow the same model used for the California
Nursing Home Search website or use other approaches. While the California site is a useful
example, this site does not present an overall rating. As part of considering the feasibility of a
rating system for other sites such as Nursing Home Compare, the wisdom of presenting an
overall score should also be examined.
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Implications for Future Research: Explore how facilities in states that provide
statewide report cards compare to those in states that do not provide report cards on various
performance and quality measures to determine if the provision of report cards results in better
performing facilities or more satisfied consumers. The findings from this analysis could provide
some useful information to support or not support the further expansion of report cards as an
information tool.
Implications for Future Research: Explore how the selection process and the types of
information consumers have, or want but do not have access to, influence their satisfaction with
their facility selection. The findings from this type of evaluation might further inform the design
of information resources.
Finding: Consumers place location of the facility at the top of their list of important
considerations in selecting a facility. Other factors were stated as important but not all were
included in existing information resources. These factors include cost, availability of special
services (e.g., dementia care, rehabilitation, etc.), and various quality of life measures as
discussed above. If offered at all, most information resources only allow the consumer to select
candidate facilities to review more carefully based on state, county, or zip code. Other facility
characteristics might play a more prominent role in selecting the facility if the consumer could
include those priorities in the search process.
There are examples of very sophisticated filters such as this for a variety of consumer
product companies. For example, the website for Office Depot (www.officedepot.com) allows
the consumer to select the general consumer product he/she is most interested in and then select
further refinements on the product selection (e.g., by price, brand, or other features of the
product). After each selection, the consumer can see the pool of candidate products reduce from
a large number to smaller numbers as he/she narrows the criteria. This approach could also
prove a useful model for nursing home information resources. As the consumer selects
additional criteria important to his/her facility selection, he/she would be able to see how many
facilities are available in the local area that meet those criteria. If there are no facilities in the
area that fulfill all those criteria, he/she could then establish priorities among the criteria and
select a facility that meets the majority of their needs.
The California Nursing Home Search website (www.calnhs.org) provides a filtering
mechanism that may serve as an example for the design of other Internet resources. This website
includes the ability to filter out facilities based on selected criteria including facility type (e.g.,
free-standing or hospital-based), payment options (e.g., the facility accepts Medi-Cal or
Medicare), type of care (e.g., skilled, intermediate, or psychiatric care), and specialized services
(e.g., rehabilitation or Alzheimer’s services).
Implications for Future Research: A widely available survey or some other filtering
mechanism might be very useful in helping consumers to better target their search for a facility.
This may only be possible in a web-based resource but print versions of a survey might also be
useful. Such a filtering mechanism might begin with a list of questions with discrete options to
help the consumer in thinking about his/her priorities for the type of facility that they need (such
as that instituted on the California Nursing Home Search website). Perhaps the first question
would be in what location the consumer wants to search but then could be followed up with other
questions about facility costs, special services, etc. To better facilitate the selection of candidate
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facilities, the filter might also include some of the quality of life measures that focus group
participants reported were important (e.g., presence of activities for the resident, dietary needs,
languages that the facility staff speak, etc.). Given this information, a facility search could
produce a “smarter” set of candidate facilities for the consumer.
Finding: Consumers expressed an interest in having a mechanism by which they could
share their own experiences with a facility or review others’ experiences. By making consumers
part of the process, they can speak directly on issues they find important in the selection process.
Focus group participants cited examples of websites in other service industries (e.g., the hotel
industry) that allow the consumer to rate his/her experience with that service and provide detail
about their ratings.
Implications for Future Research: Conduct research into ways to marry objective and
subjective quality information. This might include evaluating mechanisms to solicit and report
feedback on consumer satisfaction and experiences. Mechanisms that could be considered in
such a reporting effort include: reports based on the Nursing Home CAHPS family or resident
surveys; posting reviews of individual facilities made by residents or their family members;
provide an opportunity through a message board or some other mechanism for the free sharing of
information that is facility-specific but may also be a forum for asking questions of other
consumers or experts on more general issues related to the nursing home search and selection
process.
B. Issues Related to the Accessibility of Information Resources
Finding: We learned from focus group participants that discharge planners and
community-based case managers are seen as the only professional information resource to which
consumers have access during their search for and selection of a nursing facility. According to
consumers in our focus groups, physicians rarely provided support to the decision-making
process, and yet, they are often the most intimately involved in the patient’s care and are usually
the ones who make the initial recommendation or referral to LTC. Physicians may be in an ideal
position to provide support during the decision-making process. Furthermore, information
intermediaries identified the physician as the most appropriate provider to prepare the patient and
his/her family for the possible need for a nursing home.
Implications for Future Research: An area for further research might include an
exploration of the extent to which physicians can play a more active role in information
dissemination by better educating patients and families earlier in the treatment process. As part
of this inquiry, researchers might examine what educational efforts would be needed to ensure
that physicians can provide the right information and direct consumers to useful information
resources.
Finding: There is a wealth of community resources that have the potential to support the
decision-making process of consumers in search of a nursing facility. These resources include
the national and local aging networks, which include Area Agencies on Aging, Aging and
Disability Resource Centers, caregiving networks, and might also include long-term care
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ombudsman programs. When asked, focus group participants indicated not knowing about or
not using many of these community resources. Other “non-traditional” resources that could
provide support include religious institutions, community centers, and libraries. Some of the
consumers in the focus groups mentioned the library in particular as a potentially important
location in which to place information about the nursing home selection process and be able to
access the Internet as well. Each of these resources is an example of an entity that regularly
provides support to the local community on a wide variety of issues.
Implications for Future Research: An area for further consideration is how to best
engage the aging network and non-traditional resources to support consumer decision-making
around long-term care. While most of these organizations are not currently in the position to
provide this type of support, exploring how they can be helpful and how best to convey to
consumers that these resources are available may be warranted.
Finding: Consumers who participated in the focus groups, particularly those seeking
short-stay placements, perceived that the timeframe for making decisions regarding nursing
homes was too short, often only a day or two. As a result of the short timeframe, most
consumers do not have sufficient time to do a thoughtful search and thus rely on simple lists of
facilities and/or informal sources of information to support the decision-making process. No
widespread mechanism exists to inform consumers of the different types of resources that are
available. Additionally, information intermediaries, often the most knowledgeable resources
with whom consumers will have contact are not always willing or able to give guidance about
specific facilities. As cited in a recent report by the California Health Care Foundation on longterm care reform in California (California Health Care Foundation 2006), there is a serious
“disconnect” between medical and social services. Discharge planners are burdened by heavy
caseloads and do not have the time or incentive to work with the patient to identify the discharge
location that best matches the patient’s needs. Little coordination between the hospital and
community resources means that patients and their families often have only the discharge
planner to rely on as an information source.
Implications for Future Research: Providing additional time for information
intermediaries, particularly discharge planners, to educate consumers about the information
resources available and how to use or interpret these resources may be an important activity for
ensuring that consumers are well armed to make a decision. Alternatively, a system that better
coordinates medical and social services might facilitate better decision-making. Evaluating the
impact of such efforts on consumer decision-making or on consumer satisfaction with the
selection process may merit future research.
Finding: The Internet may not always be accessible at the time the selection of a nursing
facility is needed. Information resources have little utility if they are not accessible when
needed. In particular, as we learned from the focus group participants, the time constraints
placed upon them and the fact that many consumers search for a facility while they or their loved
one are in a hospital bed makes accessing the Internet to inform the decision-making process a
challenge.
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Implications for Future Research: An area for further research might be exploring the
feasibility of computer kiosks available in the hospital to increase access to Internet-based
information resources for the selection of a nursing facility. This effort, coupled with specific
education on how to use and interpret the information available, could better prepare consumers
to make sound and thoughtful nursing home selection decisions.
Implications for Future Research: Providing more timely education about the
possibility of a nursing home stay and education about the resources available and assessing
whether such education efforts result in better and more timely access to existing information are
needed.
Finding: We learned that family members were often unprepared to tackle the challenge
of identifying the best nursing facility for their loved one. Several made comments during the
focus groups that, as a result of the process of placing their mother, father, aunt, uncle or other
loved one, they are beginning to think about and prepare for their own future potential need for
LTC. Those who have not already had the experience of placing a family member in a facility
are rarely prepared for the emotional and financial challenges that are often associated with this
activity.
Implications for Future Research: Further inquiry may be warranted into ways to better
inform younger populations about LTC and the nursing home selection process, both as potential
consumers and trusted advisors to their loved ones when they require LTC.
Finding: Most of the participants in our consumer focus groups were not aware of the
wealth of existing resources that promote a comparison of nursing home facilities. In particular,
Medicare resources (i.e., 1-800-Medicare and Medicare.gov) were not being consistently
accessed. Individuals who require a nursing home admission following a hospital stay are
guaranteed access to a discharge planner or hospital social worker who can act as an information
resource. For individuals seeking placement in a facility directly from home or the community,
no similar mechanism exists to promote access to information. In addition, when Medicare is
not the primary payor for the nursing facility stay, consumers may not perceive that it is still a
useful resource in their search for and selection of a facility. Also, family members who are not
currently Medicare beneficiaries but are in a decision-making role may not believe that they can
access those resources to support their decision.
Implications for Future Research: The federal government may want to consider a
more diversified approach to consumer education to increase accessibility of Medicare
information resources. Further research might examine the feasibility and utility of creating a
single point of access to information that can act as a link between the consumer and the wealth
of existing information, and the impact of a single point of information on satisfaction with the
decision outcome or perceived stress during decision making.
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APPENDIX A. Focus Group Methods
In this document we describe the methods used to conduct focus groups with consumers
and information intermediaries on the search for and selection of a nursing facility either for
themselves, a family member, or a client. The goal of this research was to conduct focus groups
with consumers of nursing home care (former residents and family members of current nursing
home residents) and information intermediaries who are often resources for consumers (defined
as hospital discharge planners and community-based case managers). We planned for six focus
groups: two with former residents, two with family members of current residents, and two with
information intermediaries. As an initial step we had to identify the states in which we would
conduct the focus groups
State Selection Process
As part of the Website Content Review report, we selected six states for the review of
state-specific website content: California, Iowa, Ohio, Florida, Maryland, and Virginia.
1) Perceived depth of Internet resources: We grouped states based on perceived
availability of LTC information on the Internet. To develop hypotheses about states
in these groups, we interviewed experts in nursing home care, including ASPE and
CMS staff, considered the literature describing other reviews of relevant long-term
care websites and reviewed the Nursing Home Compare links to state resources. We
then proceeded to identify states that were considered “resource rich” or “resource
poor” with regard to long-term care information on the Internet (which may not be
consonant with the availability of non-Internet resources).
2) Feasibility for follow-up focus groups: We sought to identify states with a sufficient
number of facilities located within a reasonable distance of the location where we
might hold a focus group (generally a larger metropolitan area of the state), with a
local area that is in close proximity to a RAND facility for conducting the focus
groups, and where RAND has a prior relationship with the state or a local area within
the state and/or familiarity with providers/long-term care users in the state. In
addition, at least one state needed to be in close proximity to Washington, DC in
order to allow ASPE to observe a focus group. To that end, we included Maryland
and Virginia to reflect the greater Washington, DC metropolitan area.
3) State demography: We attempted to identify states that had a large number of
potential or actual long-term care users (i.e., percent of population age 65 and older),
substantial racial diversity, and a good mix of highly urbanized or rural locations
within the state (where we might conduct the focus groups). We used Census data to
evaluate the states and locations for site visits by these characteristics.
Based on practical considerations, we elected to conduct the focus groups in only four of
the six states. The focus group locations were Santa Monica, CA; Des Moines, IA; Miami,
Florida; and Arlington, VA. In California, we selected RAND’s Santa Monica headquarters,
which is readily accessible to individuals from metropolitan Los Angeles. In Iowa, we selected
the state capital, Des Moines, due to prior experience conducting focus groups in the area. In
Florida, we selected Miami based on the demographics of the area and due to prior experience
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conducting focus groups in the area. The Virginia site was selected to promote participation by
individuals from Maryland, Virginia, and the District of Columbia and to facilitate attendance by
ASPE. Before finalizing the locations, we reviewed the Nursing Home Compare website to
assess the number of nursing homes within 25 miles of each location as a means of determining
the richness of the potential pool of participants for groups conducted with former residents or
with families of current nursing home residents.
Participant Recruitment and Eligibility Screening
We allocated our six focus groups across our four locations in the following way:
x

California: one group with community-based case managers

x

Iowa: one group with former nursing home residents

x

Florida: two groups with families of nursing home residents

x

Virginia: one group with former nursing home residents

Our sixth group, conducted with hospital-based discharge planners, was conducted by
telephone, to allow the participation of discharge planners from all of the states in which we
conducted focus groups. The RAND staff moderating this focus group were in Santa Monica
and ASPE participated from Washington, DC.
The first step in recruitment was to define the eligibility criteria for each of the planned
focus groups. Starting with the “former resident” population, we made an initial decision to limit
the groups to individuals who had had a short-term stay paid for by Medicare (referred to as
short-stay residents in the rest of this report). The rationale for this decision was two fold. First,
Medicare is the payor for a growing proportion of nursing home stays, paying for 39 percent of
all nursing home discharges and 19 percent of all nursing home expenditures (Agency for
Healthcare Research and Quality 2000; Decker 2005). Second, short-stay residents account for
95 percent of all nursing home discharges, making this population a large audience for
information on nursing homes (Decker 2005) as well as providing a sufficient pool of potential
recruits. Thus, a Medicare-paid short-stay was our primary inclusion criterion. We
operationalized short-stay as a stay lasting less than 3 months. In terms of exclusion criteria, we
elected to exclude individuals who had worked in a nursing home in the prior five years. We
also excluded individuals who had ever worked for a market research company. This last
exclusion is applied to most focus group work conducted by RAND, as we prefer to limit
participation to individuals who do not have significant experience in the conduct of focus group
research.
We engaged a professional focus group vendor for the recruitment and screening of all
participants for the focus groups composed of former residents. In our experience, recruitment
by vendor is the most efficient and cost effective way to recruit participants, as most vendors
maintain databases of individuals who have volunteered to be contacted about a range of topics.
In addition, most vendors have on-going community relationships or networks they can draw
upon to expand the pool of candidates for a specific project.
For the focus groups composed of families of nursing home residents, we made an initial
decision to limit the groups to individuals related to a current resident of a nursing home. Our
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rationale was that including individuals whose family member no longer resided in a facility
could result in the inclusion of individuals whose family member was deceased, and that such
participants might suffer emotional distress in talking about and remembering the nursing home
selection experience. We decided to focus on individuals whose family member had been
admitted in the prior 12 months, as, in our experience, this limitation yields a pool of individuals
with sufficiently fresh recall of the process of selecting a facility. As with the short-stay resident
groups, we excluded individuals who had worked in a nursing home in the prior five years and
individuals who had ever worked for a market research company. And as with the resident
groups, we engaged a professional focus group vendor in the recruitment and screening of all
participants in the family focus groups.
For the groups composed of hospital-based discharge planners, we focused on individuals
with at least one year of experience as a discharge planner. We focused on discharge planners
who had given assistance to individuals or families in need of post-acute care, skilled nursing
care, or long-term care in the prior 12 months, as our goal was to identify individuals with
sufficient experience to contribute to the discussion. As with resident and family groups, we
excluded individuals who had worked in a nursing home in the prior five years and individuals
who had ever worked for a market research company. We engaged professional focus group
vendors in California, Iowa, Florida, and Virginia to recruit discharge planners from a mix of
hospital types: non-profit and for-profit facilities, facilities with and without a religious
affiliation, and facilities with and without an attached or affiliated nursing home.
For the focus groups composed of community-based case managers, we used similar
inclusion and exclusion criteria. We focused on individuals with at least one year of experience
as a community-based case manager and who had given assistance to individuals or families in
need of post-acute care, skilled nursing care, or long-term care in the prior 12 months. As with
all the other groups, we excluded individuals who had worked in a nursing home in the prior five
years and individuals who had ever worked for a market research company. Recruitment for this
group was conducted by members of the RAND team rather than a vendor. We felt that defining
the concept of a community-based case manager was sufficiently complex that we wanted to
have direct control of the recruitment task. We used the Internet to generate a list of multipurpose senior centers and community organizations within 10 miles of RAND that provided
case management services. Such services are provided without cost to consumers. We
supplemented this list by talking with key informants familiar with the case management
community in Los Angeles. The key informants helped us to identify private-pay case managers
(case managers who provide services on a fee basis). This process allowed us to recruit
participants who reflected the range of settings in which community-based service are provided.
Development of Topic Guides
We worked collaboratively with ASPE to develop the topic guides used to conduct the
focus groups. We began the process with a review of the research questions identified in the
original proposal and project work plan. Additional topics were identified based on the findings
from the web content review, discussion with the TOM, and our prior focus group work in the
area of consumer experience with nursing home care. Our goal was to develop similar guides for
all of the focus groups to assure that we covered similar topics with consumers and information
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intermediaries and to promote analysis of the information we collected. The final topic guides
can be found in Appendix C.
Analytic Approach
We analyzed the data from the focus groups using a transcript-based approach.
According to Krueger (1998), a transcript-based analysis is one of the more rigorous methods for
analyzing focus group data. We began with a transcript of each focus group, produced by a
professional transcription vendor. The transcripts were used in two ways. First, the transcripts
were reviewed to identify all text associated with key themes, that is, the topics of the research
questions the focus groups were convened to answer. Our key themes included participant
knowledge of nursing home care, how consumers obtained information, what information
sources consumers used, and what priorities drove the selection of a nursing home. All
participant comments and moderator summation related to the key themes were grouped and
reviewed to identify the sub-themes and views expressed by group participants. Second, the
transcripts were reviewed to identify additional themes relevant to the focus of this research.
Such secondary themes include familiarity with Medicare.gov and Nursing Home Compare, the
importance of the physical characteristics of a facility (such as the smell), and how consumers
would use their experience in the event of a future nursing home admission. All participant
comments and moderator summation related to the secondary themes were grouped and
reviewed to identify the views and experiences expressed by group participants. The transcripts
were used in conjunction with a participant seating guide from each group, moderator and notetaker notes, and a debriefing completed after each group.
Because of our use of systematic methods we are confident that the findings we have
generated are an accurate reflection of the opinions, attitudes and experiences expressed by the
focus group participants.
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APPENDIX B. Study Strengths and Limitations
Role of Qualitative Methods as a Research Tool
For decades, focus groups have been used as a research tool in academic research,
product marketing, evaluation research, and quality improvement. They are especially useful as
an exploratory tool to learn more about an issue or topic that is not well understood. They can
also provide insight into the background or context that motivates or influences behavior – in this
case selection of a nursing home.
Limitations of Qualitative Research
Although the objective of a focus group is to elicit a rich understanding of attitudes,
beliefs and experience, the focus group is not a tool to measure or predict attitudes or behavior.
Thus the limitations of qualitative research in general and this project in particular are that it
provides a framework for understanding the perceptions and experiences of consumers and
information intermediaries on the issue of nursing home selection but it does not provide a body
of data from which statistical inference can be made. These data simply provide the user with an
understanding of the context in which nursing home decision making occurs and the factors that
may shape the context. In many instances, such data can complement, clarify or amplify
quantitative data.
Strength of Our Focus Group Findings
The strength of the data and findings from this focus group effort lie in the systematic
methods that were used to collect the data, analyze the data and report the findings.
Data collection: These focus groups were conducted by professional moderators, using a
standardized topic guide, in a manner consistent with the best practices of the survey research
community and the literature on focus group method. During the focus group discussions, the
moderators were consistent in asking participants to explain their views or comments, if the
meaning was not explicit. Each group’s discussion was recorded so that a transcript could be
generated for analysis. Client participation was encouraged so that the process would be
transparent to ASPE.
Data analysis: The same tools were used to analyze the data from each focus group.
These tools included a transcript produced by a professional transcription service, a seating guide
from the focus group, moderator and note-taker notes taken during the focus group, and postgroup debriefing on the main themes expressed by group participants. Two individuals
systematically reviewed the transcript to identify the key points and findings.
Reporting of findings: During the focus groups, the moderators would summarize or
report the main themes back to the group participants for verification. Following each group, the
moderators debriefed to review the themes that emerged as dominant or key in each group. The
themes come directly from a review of the transcripts, in which we examined patterns of
experience or attitudes across groups as well as within groups.
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By following best practice and systematic methods, we are confident that the findings we
have generated are an accurate reflection of the opinions, attitudes and experiences expressed by
the focus group participants.
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APPENDIX C. Focus Group Protocols
Document: Focus Group Topic Guide – Groups 1 and 2
Flesch-Kincaid Grade Level: 7.5
Topic Guide for Focus Group Discussion with Short-stay Nursing Home Residents
I.

Introduction (5 minutes)

Hello! My name is (insert) and I work at RAND, a non-profit research center in Santa
Monica, California. Joining me today is (insert) we are part of a research team that is trying to
learn how people who need a short-term stay in a nursing home go about finding and selecting
the right nursing home for their needs. [Introduce any observers.] Everyone here has gone
through that experience, and we really appreciate your willingness to share your experience with
us today. Let’s make it clear, however, that we are not just idly curious. We are involved in a
broader research project to understand the kinds of information people use when choosing a
nursing home. Our research is supported by the U.S. Department of Health and Human Services.
As you know, we are audio taping this focus group. The purpose of taping is to make sure
we have a complete and accurate record of what happens in the group. Only members of the
research team at RAND, and a small number of researchers at the agency that oversees the work,
will listen to the tapes. When we write up a report of what we learn, we will use the tapes to pull
together the full range of ideas and opinions expressed by people in the focus groups. Once the
report is finalized, RAND and our federal sponsor will destroy the tapes. The report will include
“quotes” from what different people say in the group. I want to assure you that no person’s
name will appear in the report, and we will not include any information that would let a reader
identify the person. We are taking all possible measures to protect your confidentiality and
privacy.
For example, note that your name tags have only your first name, again to protect your
confidentiality. Please use only your own and other’s first names during the group. Here are
some other “ground rules” for our discussion:
x
There are no right or wrong answers – everyone’s opinion has value to us.
x
If you don’t want to answer a particular question or discuss a particular topic, just
say so – you don’t have to answer or discuss anything you don’t want to.
x
We want to hear from as many of you as possible, so please give your colleagues
opportunities to participate. It is best if only one person speaks at a time.
x
Especially because we are taping, please speak up, and also refrain from side
conversations.
x
We do have a limited time, and several issues to discuss. Please don’t be
offended if I ever have to step in on a discussion to refocus us and move us ahead.
x
We are not planning a formal break, so feel free to get up to get refreshments, etc.
whenever you like.
x
Point out restroom location
x
Ask participants to turn off cell phones
x
Remind participants that they’ll receive “thank you” payments at the conclusion
of the group
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Any questions? Let’s get going then.
II. Warm Up (10 minutes)
Go around the room and ask each person how long their (most recent) nursing home stay
was, and to share as much as they are comfortable about the reason for the stay. During the
warm up probe each participant to find out what terms participants use to describe the place
they were in.
III. Knowledge and Awareness of Long Term Care (25 minutes)
I’d like to talk about how much you knew about nursing homes before you were
admitted to a nursing home.
1. How much did you know about nursing homes before your most recent nursing home stay?
Probe on how much they knew about skilled nursing facilities; how much they knew about
the cost; and how to find the best facility available. What did they know about the range of
short-term care facilities available (post-acute rehab facilities, skilled nursing facilities)?
2. Before you knew you would need to have a nursing home stay, had you ever talked with your
family or friends about nursing home care? Probe on who, when, why, and what the result of
that discussion was, including whether they made any initial attempts to look at their options.
3. What were your biggest concerns about which nursing home you would stay in? Why?
Probes on availability, location, cost, aspects of quality or service of greatest concern (were
they concerned about having a private room, better meals, or a phone in their room),
knowing other people who had received care there. Probe on if they had concerns about how
long they would stay or how it would be decided that they could return home. PROBE: At
any point, did you think you would never come home?
IV. Information Sources and Decision Support (45 minutes)
I want to ask you about decision-making and what kind of information is helpful in
choosing a nursing home. I realize that you each have unique situations. Some of you may have
only had a few hours or days to decide which nursing home you would go to. Others may have
known weeks in advance that a nursing home would be needed. Let’s talk about how much time
you had . . . Ask each participant to share how much time elapsed between when they learned a
nursing home stay would be needed and the start of the nursing home stay. Goal is to learn how
much lead time participants had in which to seek information and select a facility. Probe to
learn when they knew they needed a nursing home; who told them and how they told them.
1. Before you were admitted to the nursing home did you or your family look for information
about facilities to consider? Probe on the extent to which they thought they had real options
and why or why not; whether they asked for help and whom they asked; how they went about
figuring out which nursing home was right for them; where they looked for information;
whether anyone provided them with help or information.
2. How did you decide which nursing home you would stay in? Probe on whether they visited
facilities; whether other family members visited facilities; whether they sought out additional
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3.

4.

5.

6.

information on their options; if yes what kind of information and whether it was at all
helpful; did they have enough time to make a decision. Critical probe: Were you able to
figure out if one facility was better for you than another? (How could you tell there would
be a difference?)
Who helped you to decide which nursing home you would stay in? Probe on the role of the
former resident, family, friends; ask about role of physicians or other health care
professionals (ask specifically about whether they sought or got assistance from family
doctor, hospital discharge planner, social worker, case manager); ask if they called
Medicare’s toll free line (1-800-Medicare) or visited Medicare’s website; Probe on who was
really helpful and supportive and who might actually have made things more difficult.
Thinking about all the information or help you got in deciding on a nursing home how did
you decide which information to focus on? Probe to learn how they prioritized the
information they received (i.e., what sources of information are more important and which
are less important?); how they determined if information could be trusted; how they
prioritized input from providers or family who assisted with or participated in decisionmaking. PROBE: What source of information was the most helpful to you? (Why?) PROBE:
Did you get any information that you didn’t use? (Why?) PROBE: Did you get any
information that so hard to understand that you couldn’t use it? (What kind of information?
What made it hard to understand?)
How confident were you in your decision about which nursing home to stay in? Probe for
confidence in their decision, concerns they had after the fact, and whether their concerns
were justified.
Was there any information you wished you had but could not get? Probe for the types of
information they wanted but did not have available.

Future Decision-making (20 minutes)
What if you needed to stay in a nursing home again in the future? Would you do
anything differently? Has anyone done more research on care facilities? (What kind of facilities
did you research? Did you research facilities that provide the same level of care you had
before? )
V.

1. What information would you want to help you to make a choice? Probe on what’s the most
important thing that someone who is looking for nursing home care should know (and why);
probe on what is the least important (and why); make sure we understand where that
information comes from (federal government or other source).
2. Who would you go to for advice or help in making a choice? Probe on role of family,
friends, providers, others.
3. Would you do anything differently if you were looking for a nursing home for someone else?
Do participants have a different perspective when the choice of for someone else?
4. Do government agencies have a role in providing information to help you compare nursing
homes? Probe on role of local, state, federal government. Goal is to generate a clear
allocation of tasks or role for the agencies participants identify as having a role. PROBE:
Based on your experience, how can government agencies be more effective in providing
information? Goal is to elicit specific feedback on how agencies can be more effective, what
did they do vs. what should they do.
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VI. Wrap-up and Closing (10 minutes)
We’ve talked a lot this morning about your experience choosing a nursing home and the
kind of information that was and wasn’t helpful. Is there anything about choosing a nursing
home or looking for information to help you compare nursing homes that we have not talked
about that you think is important to share?
These last couple of hours have been so valuable to us. We really appreciate it that you
have been willing to take the time to share your experience and opinions. We hope it will make
it easier for people like yourselves to deal with this kind of situation in the future. Thanks!
Elapsed time estimated at 115 minutes
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Document: Focus Group Topic Guide – Groups 3 and 6
Flesch-Kincaid Grade Level: 8.1
Topic Guide for Focus Group Discussion with Family Members of Nursing Home
Residents
I.

Introduction (5 minutes)

Hello! My name is (insert) and I work at RAND, a non-profit research center in Santa
Monica, California. Joining me today is (insert) we are part of a research team that is trying to
learn how people who have to place a loved one in a nursing home go about finding and
selecting the right nursing home for their needs, their own and that of their loved one. [Introduce
any observers.] Everyone here has gone through that difficult experience, and we really
appreciate your willingness to share your thoughts with us today. Let’s make it clear, however,
that we are not just idly curious. We are involved in a broader research project to understand the
kinds of information people use when choosing a nursing home. Our research is supported by
the U.S. Department of Health and Human Services.
As you know, we are audio taping this focus group. The purpose of taping is to make sure
we have a complete and accurate record of what happens in the group. Only members of the
research team at RAND, and a small number of researchers at the agency that oversees the work,
will listen to the tapes. When we write up a report of what we learn, we will use the tapes to pull
together the full range of ideas and opinions expressed by people in the focus groups. Once the
report is finalized, RAND and our federal sponsor will destroy the tapes. The report will include
“quotes” from what different people say in the group. I want to assure you that no person’s
name will appear in the report, and we will not include any information that would let a reader
identify the person. We are taking all possible measures to protect your confidentiality and
privacy.
For example, note that your name tags have only your first name, again to protect your
confidentiality. Please use only your own and other’s first names during the group. In addition,
when you talk about your loved one, please use only their first name, or a term like “Mom,”
since we really want to protect their privacy as well. Here are some other “ground rules” for our
discussion:
x
There are no right or wrong answers – everyone’s opinion has value to us.
x
If you don’t want to answer a particular question or discuss a particular topic, just
say so – you don’t have to answer or discuss anything you don’t want to.
x
We want to hear from as many of you as possible, so please give your colleagues
opportunities to participate. It is best if only one person speaks at a time.
x
Especially because we are taping, please speak up, and also refrain from side
conversations.
x
We do have a limited time, and several issues to discuss. Please don’t be
offended if I ever have to step in on a discussion to refocus us and move us ahead.
x
We are not planning a formal break, so feel free to get up to get refreshments, etc.
whenever you like.
x
Point out restroom location
x
Ask participants to turn off cell phones
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x

Remind participants that they’ll receive “thank you” payments at the conclusion
of the group
Any questions? Let’s get going then.
II.

Warm Up (10 minutes)

Go around the room and ask each person to tell us the following: how they are related to
their family member who is in a nursing home and how long that family member has been in
his/her (current) nursing home.
III. Knowledge and Awareness of Long Term Care (25 minutes)
I’d like to talk about how much you knew about nursing homes before your family
member was admitted to a nursing home.
1. How much did you know about nursing homes before your family member was admitted to a
nursing home? Probe on how much they knew about nursing homes; how much they knew
about the cost; and how to find the best facility available. What did they know about the
range of care facilities available (nursing home, post-acute rehab facilities, skilled nursing
facilities, board and care, assisted living). How did they know a nursing home was what they
needed?
2. Before you knew your family member would need to have a nursing home stay, had anyone
in your family ever talked about the possibility? Probe on who initiated the conversation,
when, who participated (did they include the family member or not?) what prompted it, and
what the result of that discussion was, including whether they made any initial attempts to
look at their options (how far in advance did these attempts occur? Over what period of
time?)
3. What were your biggest concerns about which nursing home your family member would stay
in? Why? Probes on availability, location, cost, quality dimensions of greatest concern,
knowing other people who had received care there.
IV. Information Sources and Decision Support (45 minutes)
I want to ask you about decision-making and what kind of information is helpful in
choosing a nursing home. I realize that you each have unique situations. Some of you may have
only had a few hours or days to decide which nursing home your family member would go to.
Others may have known weeks or months in advance that a nursing home would be needed.
Let’s talk about how much time you had . . . Ask each participant to share how much time
elapsed between when they learned a nursing home stay would be needed and the start of the
nursing home stay. Goal is to learn how much lead time participants had in which to seek
information and select a facility. Probe to learn when they knew they needed a nursing home;
who told them and how they told them.
1. In the amount of time that you had before your family member was admitted to the nursing
home, did you look for information about facilities to consider? Probe on the extent to which
they thought they had a choice of facilities and why or why not (was that choice real?);
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2.

3.

4.

5.

6.

V.

whether they asked for help and whom they asked; how they went about figuring out which
nursing home was right for their family; where they looked for information; whether anyone
provided them with help or information.
How did you decide which nursing home your family member would stay in? Probe on
whether they visited facilities; whether other family members visited facilities; what role
their family member played in decision-making; whether they sought out additional
information on their options; if yes what kind of information and whether it was at all
helpful; did they have enough time to make a decision. Probe to find out if anyone moved to
a different facility after an initial placement (why?). Critical probe: Were you able to
figure out if one facility was better for your family member than another? (How could you
tell there would be a difference?)
Who helped to decide which nursing home your family member would stay in? Probe on the
role of the resident, friends, other family members; ask about role of physicians or other
health care professionals (ask specifically about whether they sought or got assistance from
family doctor, hospital discharge planner, social worker, case manager); ask if they called
Medicare’s toll free line or visited Medicare’s website; Probe on who was really helpful and
supportive and who might actually have made things more difficult.
Thinking about all the information or help you got in deciding on a nursing home how did
you decide which information to focus on? Probe to learn how they prioritized the
information they received (i.e., what sources of information are more important and which
are less important?); how they determined if information could be trusted; how they
prioritized input from providers or family or resident who assisted with or participated in
decision-making. PROBE: What source of information was the most helpful to you? (Why?)
PROBE: Did you get any information that you didn’t use? (Why? Probe to find out of they
got any information they couldn’t understand.) PROBE: Did you feel like the information
you got was accurate or up-to-date? (How could you tell?)
How confident were you in your decision about which nursing home your family member
should stay in? Probe for confidence in their decision, concerns they had after the fact, and
whether their concerns were justified.
Was there any information you wished you had but could not find? Probe for the types of
information they wanted but did not have available.
Future Decision-making (20 minutes)

What if your family member needed to change nursing homes or needed another nursing
home stay in the future. Would you do anything differently?
1. What information would you want to help you to make a choice? Probe on what’s the most
important thing that someone who is looking for nursing home care should know (and why);
probe on what is the least important (and why); make sure we understand where that
information comes from (federal government or other source).
2. Who would you go to for advice or help in making a choice? Probe on role of resident,
family, friends, providers, others.
3. Do government agencies have a role in providing information to help you compare nursing
homes? Probe on role of local, state, federal government. Goal is to generate a clear
allocation of tasks or role for the agencies participants identify as having a role. PROBE:
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Based on your experience, how can government agencies be more effective in providing
information? Goal is to elicit specific feedback on how agencies can be more effective, what
did they do vs. what should they do.
VI. Wrap-up and Closing (10 minutes)
We’ve talked a lot this morning about your experience choosing a nursing home and the
kind of information that was and wasn’t helpful. Is there anything about choosing a nursing
home or looking for information to help you compare nursing homes that we have not talked
about that you think is important to share?
These last couple of hours have been so valuable to us. We really appreciate it that you
have been willing to take the time to share your experience and opinions. We hope it will make
it easier for people like yourselves to deal with this kind of situation in the future. Thanks!
Elapsed time estimated at 115 minutes
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Document: Focus Group Topic Guide – Group 4
Flesch-Kincaid Grade Level: 9.2
Topic Guide for Focus Group Discussion with Hospital Discharge Planners
I.

Introduction (5 minutes)

Hello. My name is (insert) and I work at RAND, a non-profit research center in Santa
Monica, California. Joining me today is (insert) we are part of a research team that is trying to
learn how people who have to place a loved one in a nursing home go about finding and
selecting the right nursing home for their needs, their own and that of their loved one. [Introduce
any observers.] We’ve talked with consumers to get their perspective and now we are talking
with you to understand your role as an information resource. We are involved in a broader
research project to understand the kinds of information people use when choosing a nursing
home. Our research is supported by the U.S. Department of Health and Human Services.
As you know, we are audio taping this focus group. The purpose of taping is to make sure
we have a complete and accurate record of what happens in the group. Only members of the
research team at RAND, and a small number of researchers at the agency that oversees the work,
will listen to the tapes. When we write up a report of what we learn, we will use the tapes to pull
together the full range of ideas and opinions expressed by people in the focus groups. Once the
report is finalized, RAND and our federal sponsor will destroy the tapes. The report will include
“quotes” from what different people say in the group. I want to assure you that no person’s
name will appear in the report, and we will not include any information that would let a reader
identify the person. We are taking all possible measures to protect your confidentiality and
privacy.
For example, note that we used first names only during the conference roll call, again to
protect your confidentiality. Please use only your own and other’s first names during the group.
Here are some other “ground rules” for our discussion:
x
There are no right or wrong answers – everyone’s opinion has value to us.
x
If you don’t want to answer a particular question or discuss a particular topic, just
say so – you don’t have to answer or discuss anything you don’t want to.
x
We want to hear from as many of you as possible, so please give your colleagues
opportunities to participate. It is best if only one person speaks at a time.
x
Especially because we are taping, please speak up, and also refrain from side
conversations.
x
We do have a limited time, and several issues to discuss. Please don’t be
offended if I ever have to step in on a discussion to refocus us and move us ahead.
x
For telephonic group: review any instructions related to conference call.
x
For telephonic group: remind participants that they’ll receive “thank you”
payments via federal express within 2 business days.
x
Any questions? Let’s get going then.
II.

Warm Up (10 minutes)
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Ask each participant to tell us the following: how long have you been a (discharge
planner/community-based social worker)? Probe each participant in turn to ask how many
times/how often did you provide support to someone who needed nursing home care in the last
year?
III. Consumer Knowledge of Nursing Home Care (20 minutes)
I’d like to start with your impressions of how much the clients you meet with know
about nursing homes when they first meet with you.
1. First off, is there such a thing as a typical client? Probe to find out if clients are primarily
family members, patients themselves or some combination. Who do you generally speak with
first? The patient him/herself? Family member? Or do you meet with both initially (if
available)?
2. How knowledgeable is the average consumer or (patient/clients/family) you work with? Do
(patients/families) demonstrate any knowledge of the range of care facilities available
(nursing home, post-acute rehab facilities, skilled nursing facilities, board and care, assisted
living)? How do the families you counsel know a nursing home is what they need?
3. What types of questions do you hear most often from the (patients/families) you work with?
Probe on whether (patients/families) ask questions about the cost, about services, about
amenities, about how to compare or evaluate facilities.
IV. Disseminating Information to Consumers (30 minutes)
1. What information do you (or your facility) currently provide for (patients/families) who need
to arrange for nursing home care? Probe on content and specifics of the material they
distribute; is this something they or their facility have created? Probe to determine the media
or formats in which information is available (paper, web, video, in-person tours of facilities).
Probe to find out if any of the following are resources the use or provide to
(patients/clients/families):
a. Medicare.gov?
b. Internet sites other than Medicare.gov (which ones?)
c. Print materials created by local/national organizations (e.g., Area Agencies on
Aging, AARP, national/state nursing home association),
d. Information from local nursing facilities, etc.]
2. Probe to determine if they use standard materials for everyone or create personalized
resources depending on the patient/client and their needs. How does the supply of facilities
in your area affect the information you provide? PROBE: Are there any rules or regulations
that limit the type of information you can provide?
PROBE: Do you use Medicare’s nursing home compare website? Probe on how they use it,
why they use it. If they don’t use it, probe to find out why not.
3. How much time do you spend on average with each (patient/family)? Does this take place in
one meeting or do you have several meetings with the (patients/families) prior to their
making a decision about nursing home care?
V.

Consumer Priorities and Decision Support (45 minutes)
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1. How do you think (patients/families) use the information you provide? Is the information
they get from you their only source of information or are they using it in conjunction with
other material?
2. How much time do the (patients/families) you work with generally have to make a decision?
How do you think that impacts their decision-making process? Probe on what factors might
affect the (patients’/families’) ability to make use of the time available.
3. What is your impression of the criteria (patients/families) use to select a nursing home?
Probe to find out if there are any common themes or if each (patient/family) is unique.
4. How do you think families prioritize selection criteria? What is most important to them?
Probe to find out if/how the time available to make a decision impacts this process.
5. What role do you play in assisting (patients/families) to make a choice? Probe to find out if
their role is limited to disseminating information or if they assist (patients/families) in using
the information or evaluating individual facilities. PROBE: Are there any rules or
regulations that limit your role as “decision support”? Probe to find out if their role is
limited by any issues related to supply (such as the number or type of facilities in the area,
availability of a bed when needed).
6. Does your role get easier with time and experience, or does each (patient/family) present a
unique set of needs and priorities?
7. Do you think there are any gaps in the information system? By that I mean do you find
yourself in need of information that doesn’t exist? If yes, probe to find out what information
they think is missing and what organization or agency they think is responsible for this
information.
8. What strategies should be used to disseminate information such as comparative information
about different facilities?
9. Do government agencies have a role in providing information to help families compare
nursing homes? Probe on role of local, state, federal government. Goal is to generate a
clear allocation of tasks or role for the agencies that participants identify as having a role.
PROBE: Based on your experience, how can government agencies be more effective in
providing information? Goal is to elicit specific feedback on how agencies can be more
effective, what did they do vs. what should they do.
VI. Wrap-up and Closing (10 minutes)
We’ve talked a lot this morning about your experience working with families who need
to find a nursing home. Is there anything about working with these families or providing
information to help them compare nursing homes that we have not talked about that you think is
important to share?
This discussion has been so valuable to us. We really appreciate it that you have been
willing to take the time to share your experience and opinions. Thanks!
Elapsed time estimated at 120 minutes
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Document: Focus Group Topic Guide – Group 5
Flesch-Kincaid Grade Level: 9.1
Topic Guide for Focus Group Discussion with Community Based Case Managers
I.

Introduction (5 minutes)

Hello. My name is (insert) and I work at RAND, a non-profit research center in Santa
Monica, California. Joining me today is (insert) we are part of a research team that is trying to
learn how people who have to place a loved one in a nursing home go about finding and
selecting the right nursing home for them. (Introduce any participants from ASPE.) We’ve
talked with consumers to get their perspective and now we are talking with you to understand
your role as an information resource. We are involved in a broader research project to
understand the kinds of information people use when choosing a nursing home. Our research is
supported by the U.S. Department of Health and Human Services, Office of the Assistant
Secretary for Planning and Evaluation.
As you know, we are audio taping this focus group. The purpose of taping is to make sure
we have a complete and accurate record of what happens in the group. Only members of the
research team at RAND, and a small number of researchers at the agency that oversees the work,
will listen to the tapes. When we write up a report of what we learn, we will use the tapes to pull
together the full range of ideas and opinions expressed by people in the focus groups. Once the
report is finalized, RAND and our federal sponsor will destroy the tapes. The report will include
“quotes” from what different people say in the group. I want to assure you that no person’s
name will appear in the report, and we will not include any information that would let a reader
identify the person. We are taking all possible measures to protect your confidentiality and
privacy.
For example, note that we used first names only during the conference roll call, again to
protect your confidentiality. Please use only your own and other’s first names during the group.
Here are some other “ground rules” for our discussion:
x
There are no right or wrong answers – everyone’s opinion has value to us.
x
If you don’t want to answer a particular question or discuss a particular topic, just
say so – you don’t have to answer or discuss anything you don’t want to.
x
We want to hear from as many of you as possible, so please give your colleagues
opportunities to participate.
x
Especially because we are taping, please speak up, and also refrain from side
conversations.
x
We do have a limited time, and several issues to discuss. Please don’t be
offended if I ever have to step in on a discussion to refocus us and move us ahead.
x
Remind participants that they’ll receive “thank you” payments at the end of the
group.
Any questions? Let’s get going then.
II.

Warm Up (10 minutes)
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Ask each participant to tell us the following: how long have you been a communitybased case manager? Probe each participant in turn to ask how many times in a typical week do
you provide support to someone who needs nursing home care?
III. Consumer Knowledge of Nursing Home Care (20 minutes)
I’d like to start with your impressions of how much the clients and families you meet
with know about nursing homes when they first meet with you.
1. First off, is there such a thing as a typical client? Probe to find out if planner works
primarily with clients themselves, primarily with family members, or some combination. Who
do you generally speak with first? The client him/herself? Family member? Or do you meet
with both initially (if available)?
2. How knowledgeable about long-term care (in general) and nursing home care (in particular)
is the average client (or family) you work with? Do clients and families demonstrate any
knowledge of the range of care facilities available (nursing home, post-acute rehab facilities,
skilled nursing facilities, board and care, assisted living)? How do the families you counsel
know a nursing home is what they need?
3. What information are people looking for when they come to you for assistance? What types
of questions do you hear most often from the clients and families you work with? What terms
do they use to describe their needs? Probe on whether clients and families ask questions
about the staffing, about cost, about services/programs, about amenities, quality measures or
deficiencies, about how to compare or evaluate facilities.
IV. Disseminating Information to Consumers (30 minutes)
1. What information do you (or your facility) currently provide for clients and families who
need to arrange for nursing home care? Probe on content and specifics of the material they
distribute; is this something they or their organization have created? Probe to determine the
media or formats in which information is available (paper, web, video, in-person tours of
facilities). Probe to find out if any of the following are resources the use or provide to clients
and families:
a. Medicare.gov (Ask specifically about Nursing Home Compare)
b. Other government sources, such as Guide to Choosing a Nursing Home,
Administration on Aging (AOA), Area Agencies on Aging, or the state survey and
certification agency
c. Internet sites other than Medicare or the federal government (which ones?)
d. Print materials created by local/national organizations (e.g., AARP, national/state
nursing home association),
e. Information from local nursing facilities, etc.
2. How often do you visit facilities in your area? (To what extent do you share your
impressions from those visits with clients and families?)
3. Probe to determine if they use standard materials for everyone or create customized
resources depending on the client and their needs. (IF CUSTOMIZED: In what ways do you
customize or tailor materials?) How does the supply of facilities in your area affect the
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information you provide? PROBE: Are there any rules or regulations that limit the type of
information you can provide?
PROBE: Do you use Medicare’s nursing home compare website? Probe on how they use it,
why they use it. If they don’t use it, probe to find out why not. In particular, do they identify
gaps between the type of information that is on Nursing Home Compare and the type of
information clients/clients/families need?
4. Walk me through the process you got to when you respond to requests for assistance.
Typically, how much time do you have to work with? Probe to determine if 1 day, 1 hour, or
everything in between.
V.

Consumer Priorities and Decision Support (45 minutes)

1. In your experience how do clients and families use the information you provide? Is the
information they get from you their only source of information or are they using it in
conjunction with other material? (What other material?)
2. How do you think the time available for decision-making impacts the decision-making
process? Probe on what factors might affect the (client’s/ family’s) ability to make use of the
time available, try and get a sense of a typical timeline for decision-making.
3. If a client is unable to communicate his/her preferences or needs, who speaks for that client?
What if that client has no family?
4. What is your impression of the criteria clients and families use to select a nursing home?
Probe to find out if there are any common themes or if each (client/family) is unique.
5. How do you think families prioritize selection criteria? What is most important to them?
Probe to find out if/how the time available to make a decision impacts this process.
6. What role do you play in assisting clients and families to make a choice? Probe to find out if
their role is limited to disseminating information or if they assist clients and families in using
the information or evaluating individual facilities. PROBE: We talked earlier about rules or
regulations that limit the type of information you can provide. Are there any rules or
regulations that limit your role as “decision support”? Probe to find out if their role is
limited by any issues related to supply (such as the number or type of facilities in the area,
availability of a bed when needed).
7. Do you think there are any gaps in the information available to help people choose a NH that
best meets their needs? By that I mean do you find yourself in need of information that
doesn’t exist? If yes, probe to find out what information they think is missing and what
organization or agency they think is responsible for this information.
8. What strategies could be used to disseminate information such as comparative information
about different facilities?
9. Do government agencies have a role in providing information to help families find and
compare nursing homes? Probe on role of local, state, federal government. Goal is to
generate a clear allocation of tasks or role for the agencies that participants identify as
having a role. PROBE: Based on your experience, how can government agencies be more
helpful in providing information? Goal is to elicit specific feedback on how agencies can be
more effective, what did they do vs. what should they do.
VI. Wrap-up and Closing (10 minutes)
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We’ve talked a lot this morning about your experience working with families who need
to find a nursing home. Is there anything about working with these families or providing
information to help them compare nursing homes that we have not talked about that you think is
important to share?
This discussion has been so valuable to us. We really appreciate it that you have been
willing to take the time to share your experience and opinions. Thanks!
Elapsed time estimated at 120 minutes
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APPENDIX D. Characteristics of Information Intermediaries
Characteristics
Number of Participants
Gender
Job Title

Hospital Discharge Planners
11
Female=11
Case Manager=1
Nurse Case Manager=2
Discharge Planner=4
Discharge Planner/Case Manager=1
Medical Social Worker=3

Years of Experience

Number of Times per Week
Provide Assistance with
Facility Placement

<1 year=0
1-3 years=0
3-5 years=2
5-10 years=5
>10 years=4
<5 times=1
5-10 times=4
11-15 times=2
>15 times=4
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Community-Based Case Managers
8
Female=8
Community-Based Case Manager=2
Community-Based Case Manager
Supervisor=1
Care Management Supervisor=1
Geriatric Care Manager=2
Senior & Social Services Specialist=1
Social Worker=1
<1 year=1
1-3 years=1
3-5 years=2
5-10 years=1
>10 years=3
<5 times=5
5-10 times=3
11-15 times=0
>15 times=0

APPENDIX E. Characteristics of Consumers
Characteristics
Gender
Age

Education

Ethnicity
Race

Marital Status

Number of Nursing Homes
Considered

Who Took Part in Choosing a
Nursing Home

Short-Stay Residents
Male=5
Female=10
64 or younger=5
65 to 74=7
75 to 84=2
85 or older=1
Diploma or GED=3
Some College=8
4-Year Degree=2
More than 4-Year Degree=2
Hispanic or Latino=1
Not Hispanic or Latino=14
White=10
Black or African-American=4
Asian=0
Other=1 (Hispanic)
Married=9
Live w/Partner=0
Widowed=3
Separated=0
Divorced=1
Never Married=2
One=4
Two=2
Three=5
Four or More=3
No Data=1
Spouse=4
Child/Children=6
Other Family=3
Friend=5
Doctor=3
Nurse/Social Worker/Discharge Planner=6
Case Worker=0

Rating of Nursing Home
Sources of Information on
Health Issues

Mean=6.4
Range=0,10
Doctor/Pharmacist/Other Prof.=14
Newspapers/Magazines=1
Television/Radio=0
Internet=1
Family/Friends=7
Other=1
No Data=1
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Family Members
Male=8
Female=9
25 to 34=2
35 to 44=4
45 to 54=5
55 to 64=4
65 to 74=2
Diploma or GED=4
Some College=5
4-Year Degree=3
More than 4-Year Degree=5
Hispanic or Latino=4
Not Hispanic or Latino=13
White=12
Black or African-American=4
Asian=1
Other=0
Married=9
Live w/Partner=2
Widowed=0
Separated=1
Divorced=3
Never Married=2
One=3
Two=3
Three=5
Four or More=0
No Data=0
Loved One=4
Loved One’s Spouse=2
Loved One’s Doctor=1
Nurse/Social Worker/Discharge
Planner=2
Participant’s Spouse=1
Other Family=8
Pastor=1
Alone=4
Mean=5.9
Range=2,10
Doctor/Pharmacist/Other Prof.=14
Newspapers/Magazines=5
Television/Radio=3
Internet=6
Family/Friends=15
Other=3

APPENDIX F. Key Characteristics Informing Nursing Home Selection
Short-Stay Residents
1. Recommendation from
family/friends
2. Prior experience with
friends/family
3. Appearance of facility/new
facility
4. Facility offers activities for
residents
5. Adequate number of staff to meet
patient need
6. Cleanliness or smell in facility
7. Staff are friendly/competent
8. Facility is brand new or state of
the art

Family Members of Residents
1. Proximity to family/home

Information Intermediaries
1. Proximity to family/home

2. Recommendation from
family/friends
3. How staff treat or interact with
residents
4. Facility staff speak language of
resident
5. Cost of facility/Ability to afford
facility
6. Cleanliness or smell in facility
7. Facility offers activities for
patients
8. Recommendation from hospital

2. Cost of facility/Ability to afford
facility
3. Appearance of facility/new
facility
4. Recommendation from
family/friends
5. Facility provides good quality
care
6. Proximity to hospital/physician
7. Staff speak language of patient

9. Proximity to family/home

9. Recommendation from physician

10. Proximity to hospital/physician
x Knowing staff at facility
x Recommendation from physician
x Recommendation from hospital

10. Perceived quality of care
x Private room available
x Quality of food
x Residents are appropriately
dressed
x Residents sitting in hallway

x Facility has religious affiliation
or access to religious services
x Facility is safe
x Prior personal experience
x Bed is available
x Facility is in HMO network
x Food is adequate
x Access to needed rehabilitation
or skilled nursing services
x Other residents I can interact
with

Note:

x Bed is available
x Appearance of facility/new
facility
x Sufficient staff for residents in
facility
x Facility is in safe neighborhood/
facility has locked ward
x Prior experience placing another
family member in facility
x Talking to current residents

8. Culturally appropriate
meals/Quality of meals and
nutrition
9. Physician has privileges in
facility
10. Private room is available
x Cleanliness or smell of facility
x Recommendation from physician
x Facility is in HMO network
x Proximity to shopping
x Proximity to doctor’s offices
x Facility offers activities for
residents
x How staff treat or interact with
residents
x Facility is safe
x Size of facility (smaller is
preferred)

x How staff interact with family

x Which hospital facility uses in
an emergency
x Access to geriatricians
x Whether facility has pending
lawsuits
The top ten characteristics are listed in order of frequency with which they were mentioned during the
focus groups. Additional characteristics, which were mentioned less often, are listed below in bulleted
form.
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