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Chapter 1
Introduction

A Supreme Court decision and federal legislation both support the provision of the least
segregated care option for individuals with disabilities, when they need long-term care. The
Americans with Disabilities Act (ADA) provides that no qualified individual with a disability
shall, by reason of such disability, be excluded from participation in, or denied the benefits of,
services, programs or activities, or be subjected to discrimination by any such entity. In 1999,
the United State Supreme Court issued its decision in Olmstead v. Zimring (119 S.Ct. 2176), in
which the court concluded that states arc obliged by the ADA to provide community-based
services for persons with disabilities who would otherwise be entitled to institutional services
when: 1) the state's treatment professionals have determined that community placement is
appropriate; 2) the individual does not object to community placement; and 3) the placement can
be reasonably accommodated, taking into account the resources available to the state and the
needs of others with disabilities.

The Court cautioned that the ADA does not require elimination of institutional settings
for persons who choose not or are unable to be treated in community settings and that the state's
responsibility, once it provides community-based treatment to qualificd persons with disabilities,
is not unlimited. Under the ADA, stales must "make reasonable modifications in policies,
practices, or procedures when the modifications are necessary to avoid discrimination on the
basis of disability, unless the public entity can demonstrate that making the modifications would
fundamentally alter the nature of the service, program or activity." (28 CFR 35.130(b)(7)).
According to the Court, decisions about whether a modification results in "fundamental _
alteration" of a program should be based on: “1) the cost of providing services to the individual
in the most integrated setiing appropriate; 2) the resources available to the state; and 3) how the:
provision of services affects the ability of the state to meet the needs of others with disabilities.”

The Court’s decision has increased sensitivity to the possibility that individuals may be
inappropriately placed in nursing facilities (NFs} and that some NF residents may wish to return
home or to community living. But documented evidence of the number of NF residents affected
and the services they would need to transition back to the community is scarce. Most research in
this area has focused on individuals who are placed in facilities for Medicare-covered
rehabilitation services, with the goal of preventing long-term or custodial stays; many if not most
of these “short-stay” residents can clearly live outside of the NF after their rehabilitation. There
is a significant challenge to evaluating the efficacy of a diversion program that targets people
placed in a nursing home for rehabilitation since many of these people return to the community
with the assistance currently available through the nursing home discharge process. The
challenge 1s to separate the additive effects of a new intervention from the relatively high
percentage of people who return to the community with existing discharge efforts.

There is less evidence about the success of efforts o transition residents who are past the
rehabilitation phase and have resided in the facility for what is considered a “long-term stay” of
90 days or more. A recent nationwide review of transition efforts indicates that these efforts
have been problematic with most people iransitioned being under 65 and male (Eiken, Steve.
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Thompson MedStat: Lessons learned from the 1998-2000 nursing facility transition grants
October 27, 2003).
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History of California Pathways: Money Follows The Person Project:

The Pathways project was funded by grants from the Department of Health Care Services
(DHCS) and the Department of Rehabilitation (DOR). The major objectives were to develop or
recommend the nse of a comprehensive assessment protocol to facilitate relocation decisions and
to pilot test an intervention to relocate nursing residents to the community. Three decisions were
made in the early stages of the project that shaped project activities.

1. It was decided that existing programs would be used in relocation efforts as opposed to
applying for a new section 1915 (c) H-C-B-S waiver. The rationale for this decision was that
there was no evidence about how well existing waivers worked and in the absence of such
information it would be inefficient to develop a new waiver. Moreover, there was insufficient
information on the additional or different needs of those transitioning from nursing facilities
upon which to request a new waiver.

2. Nursing home residents in the facility for longer than 3 months, (or those that have
completed their Medicare part A services and are slated to stay in the nursing home) would be
targeted as opposed to residents who were in the nursing home for rehabilitation services covered
under Medicare. The rationale for this decision was that people in the nursing home for
rehabilitation were more likely to go home on their own than were long-term stay residents who
represent a clear population in need of a relocation intervention. The short stay population
represents a group who are excellent candidates for averting nursing home placement but it is
difficult to argue that you are relocating peoplé who have not yet been admitted to the nursing
home for long-term stay. :

3. The preferences of nursing home residents for relocation would be emphasized in the
assessment process. The rationale for this decision was the belief among consumer advocates
who advised this project that previous efforts to develop relocation assessment instruments over-
emphasized medical and functional characteristics and decisions made by assessors.

The first step in the project focused on the assessment objectives of the project, which are
discussed next.

A comprehensive assessment protocol to facilitate transition decisions should have two
major stages: Stage 1) a preference assessment to identify NF residents who want to transition,
and Stage 2) a methodology to identify these residents” service needs and living arrangement

options as well as a systematic procedure to translate their service needs into care plans and cost
estimates.

We conducted an extensive review of assessment protocols used in California and other
states to either prevent NF placement or relocate NF residents to less restrictive living
arrangements (see chapter 2). Based on this review and feedback from California stakeholder

groups, it was decided that most existing assessment approaches inadequately measure a long-
stay resident’s preference for transition for two reasons.

First, most preference assessments are embedded in larger protocols that also measure

individual characteristics that influence service needs. In other words, preference is not the focus
of a "stand-alone" assessment i the protocols we reviewed. This latter point is less problematic
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when the entire assessment is administered before the person makes a decision about long-term
care placement (i.e., diversion rather than transition). This NF diversion approach is used in
several states, among them Washington, Wisconsin, and Oregon. However, assessing preference
and service needs at the same time is problematic when the assessment is being used to identify
long-stay NF residents who may want to transition to the community. In such cases, it is
expensive to simultaneously evaluate resident characteristics that influence service needs and
preference when many residents may not want to attempt a transition from the facility.

To fulfill the ADA’s intent, preference should be measured among all long-stay residents
using a standardized protocol. Ideally, personnel who have no conflict of interest with residents’
living arrangement decisions should conduct these preference assessments. All residents who
express a desire to transition should then receive further and more extensive follow-up
assessments to identify medical and functional characteristics that influence their service needs.
A good case can be made that living arrangement preference assessments of persons who are
either receiving or being considered for long-term care should be conducted before a more
detailed medical or functional assessment is conducted. Preference is argnably the most
important factor that should influence living arrangement decisions. Certainly, it has sufficient
mmportance to be a “stand-alone” measure.

The second problem with existing approaches to preference assessment is that none of the
mterview protocols were designed to increase the probability that respondents can answer
questions in an informed manner. In many cases, the questioning format used seems to assume
that residents have already, prior to the interview, expressed a desire to transition. In other cases,
interviewers are not provided with standardized preference questions. In such cases, the
identification of NF residents interested in transitioning depends on the interviewer’s bias or

skills. n general, existing profocols grant interviewers wide flexibility in formulating questions
to ask.

This informal and indirect approach to preference assessment could be probiematic
because many long-stay NF residents may have reduced expectations for care or a poor frame of
reference for evaluating alternatives, either of which might lead them to provide uncertain

responses to transition questions. Interviewers in turn might interpret these responses as a
preference to remain in the facility.

In light of the shortcomings of existing protocols, we designed an assessment tool that
aims to increase respondents’ awareness of community services and living arrangement options
before they make a preference decision about their living arrangement. The protocol, the
California Nursing Facility Transition Screen (CNFTS), is designed as a "stand-alone”
assessment that can be conducted with all individuals, both those residing in NFs and those who
are considering NF placement. The protocol features a standardized questioning format designed
to minimize interviewer bias and subjective judgment. In Chapter 3, we discuss in more detail
how and why this preference assessment protocol is recommended for use m California to
facilitate NF transition decisions.

It should be noted, however, that this protocol does not fully evaluate a resident’s service
needs or the potential costs of providing care to the resident in the community. In this regard, we
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recommend that one of the assessment tools currently in use be further tested with residents who
are identified through our protocol as wanting to transition (see Chapter 2). Chapter 8 presents
our recommendations for implementing a comprehensive assessment protocol consistent with the
ADA’s intent. The approach we recommend is intended to increase the probability that resident

preferences are considered when making decisions about NF placement and community service
use.

DHCS 2/22/2008 5



California Pathways Final

Chapter 2
Review of Assessment Protocols

This chapter describes and compares assessment protocols currently being used to
facilitate decisions about long-term care placement in both California and the nation.

Selecting Protocols for Review

We solicited feedback from stakeholders regarding both the selection of the assessment
protocols for review and the evaluation criteria for comparing them. The list of assessment tools
and the evaluation criteria were distributed via e-mail to state policymakers and representatives
from aging and disability networks. The distribution list also included the project’s advisory
council members as well as members of the Olmstead advisory council. After receiving
feedback on which instruments to include, we obtained copies of the selected assessments and
their instruction manuals from either the Internet or administrators from each state or program.

This process resulted in the selection of 13 protocols for review. We list them below under four
broad categories:

1. National Assessments:
e Minimum Dataset 2.0
e Minimum Dataset for Home Care (also known as RAI-HC)
e Outcome and Assessment Information Set (OASIS)

2. Statewide California Assessments from:
e Multipurpose Senior Services Program (MSSP)
¢ In-home Supportive Services (IHSS)

3. Local Califorma Assessments from:
e (California Assisted Living Pilot Project
¢ San Mateo’s Uniform Assessment Tool
e Santa Rosa’s Nursing facility Transition Tool

4. Model Assessments from Other States:
e Michigan’s MI-Choice Waiver Program assessment
e Texas’s Inventory of Community Service and Support Needs for Nursing facility
Transition
e Oregon’s Client Assessment and Planning System tool
Wisconsin’s Long-term Care Functional Screen
¢  Washington’s CARE uniform assessment

The Minimum Data Set (MDS) was selected for review because of its reported reliability
and validity. Additionally, data collected from MDS assessments are widely used by the
Medicare program and many state Medicaid programs to determine provider reimbursements as
well as to monitor the quality of care provided to nursing facility residents and home care clients.
Similarly, the OASIS instrument is widely used by home health agencies to meet CMS’s
standardized reporting requirements.
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MSSP and THSS assessments were included because they are used throughout California
by many aging and disability programs and services. San Mateo, Santa Rosa, and the California
Assisted Living Pilot Project have developed innovative assessment tools that foster system
integration, nursing facility transition, and the determination of level of need, respectively. The
five state assessments (used in Michigan, Texas, Oregon, Wisconsin, and Washington) were

selected because they are recognized by the literature as exemplary. Appendix A presents a
description of each protocol.

Criteria to Evaluate Assessment Tools

Underlying our selection of evaluation criteria is our belief that it 1s important to examine
not only the assessment itself but also the tool’s purpose and assessment process as well as
whether the tool is part of a larger process fo facilitate service integration. For example, we
wanted to know whether a protocol could be used with different subject populations or for
multiple purposes such as reimbursement and care planning. We also consulted a report by
Jennifer Gillespie of the National Academy for State Health Policy entitled “Assessment
Instruments in 12 States,” which facilitated our selection of the following evalnation criteria:

¢ Context and Purpose of the Assessment Tool: How is the tool used?
The Assessment Process: How are the data gathered and used?
e System Integration: Is the tool used within the context of a system? Is that system integrated
across populations and programs?
o Content: Are the following key elements covered?
- Individual Preference
- Memory/Cognition .
- Social Support/Living Arrangements
- Physical Functioning
- Diseases/Conditions
- Medications
- Housing/Home Environment
- Transportation
- Service Utilization

Comparing the Protocols

We created a grid to compare the protocols on each evaluation criterion. The gnd’s first
section provides an overview of each assessment, including its purpose, administration, and role
in system integration. To complete this section of the grid, our research team collected
information from key administrators via telephone interviews, from background materials that
accompanied the assessments, and from assessment manuals.

The grid’s second section analyzes the content of the assessment tools. Tnitially, we
based this section’s categories on the InterRAI-HC. As other assessments were reviewed, we
added any new items not covered by the InterRAT-HC.
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Affirmative responses were used if an assessment appeared to measure the category,
regardless of how the items were measured. We also noted on the grid the method for measuring
each item (e.g., self-report, assessor observation, caregiver/family report, supporting records or
documentation, performance-based) and coding responses (e.g., scale, yes/no, or open-ended).

To improve the accuracy of the grid and ensure inter-rater reliability, administrators or
key personnel from each program or state reviewed the grid responses for their assessment tool.
The research team then addressed any discrepancies between the original coding and feedback
from the administrators. Appendix B illustrates the grids.

Key Findings
1. The Context and Purpose of Assessment Tools

The grid analyzes three types of assessment tools: those used solely for assessment
purposes; those used in the context of a specific program, and those used as part of a larger
system of care. The assessment tools have limited functionality on their own, outside the context
of a program or system that turns the raw assessment data into usable information for eligibility
determination, care planning, quality assessment, or reimbursement.

The MDS, MDS for Home Care (MDS-HC), and OASIS are examples of tools used
solely for assessment purposes. The MDS is a federally mandated, standardized tool used to
assess all residents in nursing facilities that accept Medicare or Medicaid payments. The MDS is
part of a larger assessment protocol, which includes triggers that identify specific care needs and
Resident Assessment Protocols (RAPs) that suggest approaches to addressing those needs. By
itself, the MDS is an assessment instrument that is useful for developing care plans. Within the
context of a system, however, it can be used for reimbursement purposes. Specifically, the MDS
is the basis for the Resource Utilization Groups (RUGs), which facilitate payment for Medicare-
covered skilled nursing care and Medicaid-funded long-term care in many states.

Similarly, the MDS-HC is a stand-alone assessment instrument with triggers and Client
Assessment Protocols (or CAPs, which are similar to RAPs). The MDS-HC’s functionality is
mcreased when it is automated, which occurs only in the context of a program or system.

OAGSIS is another mandated tool used to assess all persons who receive home health care
from Medicare-certified agencies. In confrast to a comprehensive assessment instrument, this
tool focuses on measuring outcomes. OASIS can be augmented by individual home health
agencies to facilitate care planning.

Other tools, such as MSSP and THSS, are designed to be used by programs that target
specific populations, and may not reasonably be used for other populations. Similarly, the
assessments used 1n Santa Rosa and Texas are designed for a specific purpose: to determine the

health and service needs of individuals who want to transition from the nursing facility into the
community.

In its most comprehensive form, an assessment tool can be used within the context of an
integrated system. Washington, Wisconsin, and Oregon have each developed their own
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statewide, uniform assessment, which determines eligibility, provides authorization, and creates
a single point of entry into each state’s long-term care system. Findings from these tools are
used to develop care plans and are automatically linked to reimbursement levels.

2. The Assessment Process: Automation, Algorithms, and Assessors

An assessment’s administration can be automated or paper-based. Automated
assessments ensure access to information by multiple providers and allow for the use of a
standardized algorithm to synthesize responses. Data from these assessments also can be easily
displayed in graphs or analyzed for quality improvement purposes. Washington’s assessment
process allows data to be scanned or entered directly into a computer and includes software
programs that use standardized algorithms to convert raw assessment data into usable
information for care planning and reimbursement. On the other hand, the data from paper
assessments used in Santa Rosa’s and Texas’s nursing facility transition programs as well as in
IHSS and the California Assisted Living Pilot Project are more difficult to share across
providers. Additionally, if funders mandate data reporting, paper-based assessment information
may need to be entered into a computer database.

Assessments also vary by assessor qualifications, training requirements, and the use of
instruction manuals. Assessors need to be adequately trained so that they understand the
importance of adhering fo assessment protocols and completing assessments accurately.
Training also helps prevent assessors from viewing the work as an additional burden. Training
or certification is required prior to using most assessment tools, with the exception of the nursing
facility transition tools used in Santa Rosa and Texas. Most assessment tools come with
instruction manuals, but these vary in their level of detail. The tools used in Washington and
Wisconsin, for example, feature detailed interview protocols and scripts to follow to ensure
standardized approaches to interviewing and probing clients and therefore, inter-rater reliability.

3. Systems Integration

Integration may include more than one population, multiple programs, and/or multiple
assessments in a defined geographical area (e.g., a county or state). System integration involves
the coordination of care across programs and sectors. Ideally in an integrated system, money
follows the person—not the program—across community-based and institutional care systems.
Such is the case in Washington, Wisconsin, and Oregon. Tools are used within the system to
enhance information sharing and reduce duplication. In San Mateo, California, for example, the
goal is to integrate programs through information sharing. Building on the MDS instrument,
leaders in San Mateo have designed a single assessment tool to be used across multiple
programs. The instrument is housed in a single information system to reduce duplication of data
collection and to ensure that data is easily shared across programs.

The existence of a system, however, does not imply integration. Michigan’s MI-Choice
program uses a modified version of the MDS-HC as its core assessment instrument. This
assessment 1s used in the Medicaid Watver program as well as the Care Management program, a
state-funded program that serves clients who meet the functional eligibility requirements of the
Medicaid Waiver program but are not Medicaid-eligible. Although this system uses the same
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assessment across programs, it does not aim for integration, and the assessment data are not
regularly shared across programs.

4. Coverage of Key Elements

Six assessment protocols contain items that measure an individual’s preference for living
arrangement and three additional protocols assist in the nursing facility transition process, though
they do not specifically assess living arrangement preferences. The MDS asks about preference
to return to the community and the availability of a support person who is “positive towards
discharge.” In Santa Rosa and Texas, nursing facility residents are referred to transition
programs when they express a preference to return to the community. Therefore, only a few
assessment questions in these states’ tools address preference; their primary focus 1s on assessing
living arrangement and service needs. Washington’s tool features an open-ended, broad
assessment of client goals, which can include returning to the community. Assessments used in
Oregon and Wisconsin ask about current and preferred living situation. Three assessment
tools—MSSP, IHSS, and the ALWPP-—are used within programs that facilitate nursing facility
transitions but none of these tools contain items that assess individual preference for living
arrangement.

In summary, only the MDS explores familial support for an mdividual’s preference for
living arrangement. No tool identifies family opposition or any potential difficulties in meeting
the client’s preference, an issue explored further in Chapter 3. Many of the protocols either
failed to provide instructions and specific questions to guide client interviews or suggested that
interviewers adopf an informal approach to assessment. We discuss this aspect of the protocols
in the next chapter. '

All the assessment tools tend to cover similar domains and potential problem areas,
mcluding functioning, cognition, health status, medications, social support, and service use. Few
tools address 1ssues related to current employment, activity pursuit patterns. Although the
assessment tools examine similar domains, they vary in their measurement and coding of
responses. For example, all the tools measure activities of daily living {ADLs), but some ask
about the person’s ability to perform these tasks independently while others ask about difficulty
performing the tasks with or without assistance. Furthermore, the mechanism for gathering
mformation varies from tool to tool and may be based on self report, proxy report, assessor
determination, or a performance assessment.

At times, assessment items did not fit neatly into our grid categories, thus requiring
interpretation. Often our research team debated whether an assessment item really measured a
cerfain construct. For example, we debated whether the MDS measure for “decision making” is
the same as the THSS measure for “judgment.” Given this uncertainty, the ratings we assigned to
some elements are arguable. Uniform assessment instruments used by all agencies with an
inferest in long-term care can facilitate standardized definitions and reduce such confusion.

In general, there are fewer differences in the tools’ assessment approaches than in other

evaluation criteria reviewed in this report. However, the most comprehensive protocols we
reviewed for the MDS-HC are those used in Washington, Oregon, and Wisconsin.,
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Chapter 3
Identifying Residents Who Want to Leave the Nursing Facility (Stage 1 Assessment)

This chapter describes a protocol for identifying resident and family preferences for
living arrangement and nursing facility transition.

A comprehensive assessment protocol that applies the principles embodied in the
Olmstead decision to long-term stay NF residents must include a valid methodology for
identifying NF residents who want to leave the facility and who believe it is feasible to do so if
adequate resources are made available. Most of the protocols we reviewed in Chapter 2 measure
an individual’s preference for living arrangement either before a resident is admitted for a long
stay in a NF or after the resident is identified by caregivers as wanting to transition. In addition,
the instructions for the protocols that measure preference are rather general and allow
interviewers wide flexibility in how preference questions are asked. This approach can lead to
inconsistent interview techniques. For example, the MDS protocol, which is used with all long-
stay residents, includes a specific transition preference item. However, the instructions to
caregivers completing this item recommend an indirect approach toward assessment for those
residents who have had a lengthy stay in the facility. The relevant MDS item, [Q] 1.a., reads,
“Resident expresses/indicates preference to return to the community.” NF staff complete the
item by checking either yes or no.

The nstructions for this item are as follows:
“For new and recent admissions, ask the resident directly.
The longer the resident lives at the facility, the tougher is it
to ask about preferences to return to the community. After
one year of residency, many persons feel settled into the new
lifestyle at the facility. Creating unrealistic expectations for
a resident can be cruel. Use careful judgment. Listen to what
the resident brings up (e.g., Calls out, ‘T want to go home”).
Ask indirect questions that will give you a better feel for the
resident’s preferences. For example, say, ‘It’s been about
1 year that we’re known each other., How are things going for

EE]

you here at (facility)’.

On the one hand, such indirect questioning may reduce the risk of creating unrealistic
expectations. On the other hand, it may fail to identify individuals who want to be considered
for a transition program. In this chapter, we present data pertaining to how accurately this MDS
item identifies residents who want to transition.

The lack of emphasis on a more direct or active form of preference assessment is
arguably defensible if the individuals being interviewed are aggressive and spontaneous in
expressing their preferences. For example, patients recently admitted to a NF for rehabilitation
will likely have community living arrangement and express a strong desire to return to that living
arrangement even if not directly asked about their preference. The danger 1s that long-stay
residents who have become more institutionalized and those who lack viable living arrangement
may not be so spontaneous in expressing their desire to live outside the NF. Indeed, many of
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these residents may not even believe that an alternative to the NF is possible for them. This
latter possibility is considered probable by many consumer advocates who influenced the early
design of the preference assessment protocol described in this chapter.

Initial Design and Testing of the CNFTS

Previous efforts in California to design a transition assessment protocol were criticized as
being too medically focused, according to initial reports by officials at DHS and DOR, the
sponsors of the current project, as well as stakeholder groups who provided initial input into this
project’s design. The essence of this criticism appears to be the perceived failure of most
assessments to adequately measure resident preferences. Such measurement is critical because
many people with a strong preference to live outside the NF can do so despite the presence of
medical problems that would appear to make community living difficult. The failure to evaluate
individual preference means that the resident’s medical status is either the primary or the only
factor influencing the transition discussion. A related concern is that many residents may not
express a strong, spontancous preference to transition due to their lack of knowledge about
community living and service options. Thus, either an informal or indirect approach to assessing
preference (such as that recommended in the MDS) may not capture what residents really want
to do, but rather what they mistakenly think they can do. Unfortunately, there are scant data
available to either support or refute these concerns.

MDS data indicate that between .5% and 12% of residents across all states are rated by
NF staff as wanting to leave the facility (see MDS item [Q] 1.a. previously listed). The .
stakeholders advising this project, however, consider these figures inaccurate, notwithstanding
the fact that Califormia is at the top of this range, with 12% of non-Medicare residents over age
65 being rated on the MDS as wanting to transition. Unfortunately, we could find no
information about the accuracy of this MDS item; nor could we find other data independent of
NF staff reports to indicate how many residents want to leave the NF.

To better gauge the issue, we designed a standardized preference assessment interview
protocol for the purpose of identifying how many people want to leave the NF and their preferred
living arrangement option. We solicited feedback on this protocol from multiple stakeholders
and then field-tested a revised protocol in two NFEs. In both facilities, project staff attempted to
interview all long-stay residents and their relatives. Resident and family responses were
compared to MDS item [Q] 1. a. (Does resident want to leave?) as well as to reports from NF
staff, who were asked the following two questions: “What residents do you think want to leave
the NF?” and “What residents are good candidates to leave?”

This field test produced several results with immediate implications for designing a
nursing facility transition program. Most important are the following preliminary conclusions:

1. In each of the two NFs, 25% and 56% of the resident participants, respectively, indicated a
strong preference for transition. Though many advocates may have expected them, these
relatively high percentages suggest that demand will be strong for transition efforts and
community living arrangement. This raises the question: Are there adequate resources
available to meet potential demand for relocation?
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2. NF staff did not identify most of the residents who wanted to transition, either through their
MDS ratings for residents or in direct responses to the questions posed by our research staff.

This preliminary result suggests that resident preferences should be measured independently
of the data reported by NF staff.

3. Fewer people who expressed a preference to relocate also thought it was feasible to leave the
nursing home even afier hearing about housing and service options that might be available.
This group of people would very likely need more information or education about relocation
issues before more labor-intense efforts are made to initiate relocation activities. These data
clearly indicate the need to measure both preference and perceived feasibility of relocation in
the 1nitial assessment stages.

Based on these preliminary findings, the preference protocol was revised and tested in
cight additional nursing facilities. It should be noted that the 8 facilities were volunteers and that
over 30 homes that were approached refused participation. These difficulties in recruitment
underscore the need to develop mechanisms at the state level to assure that all Medi-Cal
residents i nursing homes can be accessed for at least a first stage preference assessment.

The data generated from the preference assessments as well as the interview protocol are

thoroughly described in the Journal of the American Geriatrics Society (JAGS) January 2008
1ssue.
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Chapier 4
Preliminary relocation results

Relocation results in second project year. During the second year of the three-year contract, 22
residents who believed it was feasible to relocate were referred to one of three community
agencies that had agreed to assist with relocation activities. Four residents successfully
relocated; most (18) were terminated from further relocation efforts based on difficulties finding
housing or the determination by the agency that the resident was not a good candidate for
relocation. The criteria used to make these termination decisions are not clear in some cases,
which argues for the use of a standardized assessment protocol as suggested in the
recommendation section below. Three cases that have been put on hold either because the

agency reported they could not work with more residents or the resident was too young to qualify
for their services.

Based on these preliminary data several changes were made for the third project year:

1. A transition coordinator was hired by the project to work in three homes and identify

residents who have been admitted to the long-term stay portion of the nursing home in the
early stages of their placement

2. More systematic procedures to monitor the relocation activities of community agencies were
developed.

3. The assisted living waiver, which holds the most promise for working with younger people

who have problems locating appropriate housing, will be better utilized since more facilities
will presumably be recruited that may serve as housing options.
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Chapter 5
Phase IT Study Results

Phase TI of the Califormia Pathways study focused on the intervention process, and
attempted to identify which aspects of the methodology worked well and what barriers stood in
the way of successfully implementing the program statewide. The study results discussed
hereafier pertain only {o Phase I, unless otherwise indicated.

Four nursing facilities in Los Angeles County participated. Two hundred fifty seven
residents met the inclusion criteria. Of those, 73 residents or proxies declined. Sixty-nine
respondents provided reasons for the decline. The majority (78%) related to the intensity of care
needs. Six percent were proxies who reported that their relative was happy in the facility and
should not be moved, and 3% percent reported that nursing facility placement was the
recommendation of the physician. The remainder consisted of residents who declined, and
indicated that they were not interested in moving. Seventy-cight residents could not be contacted

for a variety of reasons. The remaining 106 agreed to the assessment and were interviewed at
least once.

Fifty-three residents (55%) of respondents indicated a preference to relocate, similar to
results from the initial field-testing of the CNFTS discussed in Chapter 3. Another finding

similar to that in the field-testing, was that fewer people (48) also thought it was feasible to leave
the nursing facility. '

Thirty-six residents expressed a stable preference to move as defined in the study
protocol (see attached JAGS article). This group had a mean age of 73 years and mean length of
stay' (LOS) in the nursing of 631 daysz. There were gender differences noticed in this group.
The women were older and had a mean LOS more than twice as long as men. They were also
more likely to have a proxy.

Twenty-five residents were referred to community agencies to be assessed. This group
had a mean age of 72.3 years and mean L.OS of 766 days. The average age and LOS for men
was 68.1 years and 492 days, while for women these figures were 78.6 years and 1178 days.

Ultimately, nine residents were transitioned, 25% of those expressing a stable preference
to relocate. Two of these residents used the assistance of study researchers and agencies to
complete the transition. One former resident later requested assistance and was referred to an
agency. Four residents transitioned to assisted living facilities, three transitioned home, one
transitioned to a homeless shelter and one transitioned to an unknown location. Within the nine
residents that transitioned, men had a longer LOS than women (387 and 196 days respectively).

Although 20% percent of those referred had proxy decision-makers, none of those
residents transitioned. The transitioned group consisted solely of self-consenting individuals.
The self-consenters are likely less cognitively impaired, which is supported by MDS scores for
daily decision-making. Six of the nine were “Independent” and the remaining three *“Modified

1 Length of stay calculated from NF admission date to the date the stability interview was conducted
2 Age data available for 35 of the 36 residents discussed here, and LOS data available on 34
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Independent.” But the data are not definitive on this. In the group that was referred but not
transitioned eight scored “Independent,” seven “Modified Independence,” two were “Moderately
Impaired” and only one “Severely Impaired.”

When further comparing the characteristics of the group that actually transitioned to the
group referred to an agency but where transition was not completed, we find another distinct
difference. LOS in the nursing facility for the transition group was 323 compared to 947 days
for those referred but who did not transition. It appears that the length of time a resident is
residing in the nursing facility is an important determinant of whether a person will successfully
transition from the facility.

Figures 1 and 2 summarize phase II study results.
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Figure 1. Phase II: Flow of Participants Through the Study and Responses to the Transition

Screen
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Figure 2. Phase II: Flow of Participants with Stable Preference to Move through
referral and outcome
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Chapter 6
Time Analysis

Time spent by research staff was recorded in a time-tracking module by recording 15-
minute intervals for each activity (contact, consent, interview 1, interview 2, HIPAA, MDS,
release, secondary interview, tier ranking, Michigan, summary sheet, referral, agency updates,
other, follow-up). These activities were tracked separately for proxies and self-consenters.

Table 1 provides summary data for the Phase II time analysis.

Table 1. Summary of Phase II Time Spent in Hours By Activity and by Group
¢ - Activity | Interview | % - | Referral | % | Transition | % . | Total | %
7| Hoeurs [of |- Hours | of | Hours | of | Hours| of
Group e e total e total:| = 0 “ltetal- . | total
Proxy 108.75 60% 15 23% 5.25 14% 129 | 45%
Self-
Consenter 72.75 40% 50 77% 32.25 86% 155 | 55%
All Cases 181.5 65 37.5 284

The total amount of time spent by researchers during Phase I was 284 hours (129 hours on
proxies and 155 hours on self-consenters). While the total amount of time spent on proxies was
less than self-consenters, it quickly becomes apparent that the per-resident time is much higher
for proxy cases when conducting interviews. The majority of hours spent interviewing, for
residents with proxy representation. When reviewing the number of interviews conducted, this
nitially appears proportionate. However, this analysis does not capture the time used up in
delays caunsed by repeated contact attempts, or time spent waiting at each step in the process.
Additionally, when looking at the outcome of the effort there is also a difference. Residents with
proxy representation made up only 30% of the total number of those indicating a stable
preference to move so the time required to bring a proxy resident to the stability phase is nearly
three fold greater than for a self-consenting resident. Time spent on referrals was nearly
identical for the proxy and self-consenting groups, and maintained a ratio closely approximating
the distribution of cases between proxies and self-consenters.

It is important to note that the time captured by researchers does not reflect the time spent
by community agencies and their staffs to assess residents, and to participate in the transition
process. It is not known precisely how many hours this will add on a per case basis, but based on
a review of a limited number of cases it is estimated at a minimum to be in the range of 40 hours
per case. DHCS should factor the time and the related costs for these services.
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Chapter 7
Barriers Identified During the Study

Several barriers were encountered during the study, and these were found at each stage of
the process. They are summarized below.

1. Bamiers to Identifving Transition Candidates

a. Recruiting Nursing Facilities to participate. The goals of the nursing facility are not
necessarily in-line with study goals. And even the internal dynamics in the facilities
can cause barriers. Facilities would need to be required to participate with DHCS so
this barrier will not exist.

b. Identifying self-consenters. Study protocol dictated the reliance on financial
responsibility, as indicated on the facility chart face sheet, to determine whether or
not a resident was self-consenting. There are weaknesses in this approach, including
the inaccuracy of the information on the face sheets. Additionally, financial
responsibility is not a reliable method of determining if a person is a reliable informer
and /or has an authorized proxy health care decision maker.

2. Barriers to Assessment

a. Language. Researchers encountered some non-English speaking residents and
needed to arrange for translation.

b. Hospitalization. Sometimes hospitalization, death or other issue arose prior to
conducting either the first assessment or the stability assessment.

c. Scripts: “Selling” the program. Not surprisingly, proxies were wary of the phone
calls from researchers. These individuals are not familiar with the Olmstead decision
and the efforts occurring as a result. Being approached in a manner akin to a “cold
call” made success more difficult to attain. Researchers found the scripts used to
mtroduce the study to proxies to be long and inflexible, making it difficult to get past
the initial wariness to deliver the intended message. Additionally, perhaps more

importantly, the proxy may not perceive it to be in his or her best interest to relocate
the resident.

3. Barrers to Referral

a. Lack of Participating Agencies/Agency Limitations. Locating agencies fo conduct
needs assessment and determine viability of transition was made difficult by the
current method used to segregate the different programs and populations served. In
this study it was particularly difficult for the residents under age 65. On several
occasions there was simply no place to refer the resident.

b. Misinterpretation of Policy. Related to the above, some agencies interpreted DHCS
or program policy incorrectly, which lead to delays in assessment. For example, in
one mnstance an agency believed incorrectly that a Medi-Cal beneficiary with a share
of cost was not eligible for the ALWPP, and therefore refused to accept the referral
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and conduct an assessment. It was later determined that this interpretation was not
correct. In the ALWPP the beneficiary is financially responsible for room and board.

c. System Barriers. The multiple HCBS waiver system itself is a barrier. Conflicting
objectives and criteria lead to confusion all across the system as to who conducts
assessments for and access to each HCBS waiver.

4. Barners to Relocation

a. Resident Reluctance. Proxy reluctance to relocate residents was discussed above.
Sometimes, however, it is the resident who is reluctant to move. While it was not
prevalent in the population studied during phase Il, (only five self-consenting
residents refused to be interviewed, and only nine expressed a preference not to
move), this can occur for a number of reasons. The resident may be afraid they won’t
get the care they need, or be unfamiliar with available resources and may not perceive
his or her sitnation to be conducive to living anywhere other than a nursing facihty.,
Additionally, some residents may be entirely content with their living arrangements.
They find the convenience of having all needed services in the facility to be a true
convenience. Based on the results of this study, these appear to be a very small
minority.

b. Level of need. Sometimes the needs of the resident are too great, and relocating from
the nursing facility is not feasible, even if the preference exists.

c. Financial constraints. Limited resources are common in this population and may lead
to barriers for relocating. While assistance is available to provide for needed
services, enough income to cover room and board payments (since room and board
payments do not “follow the person”) may not be available. A shortage of adequate
and/or affordable housing is also a significant barrier, particularly in expensive Los
Angeles County. In addition, relocation may require funds for security and utility
deposits. Residents may simply have no monies available to cover these costs.

d. System Barriers. These batriers relate to specific policies established to support the
current system, or particular needs of the system rather than the needs of the client.
An example would be the different criteria for Medi-Cal eligibility requirements for
nursing home services versus for receiving home and community based services (e.g.,
through IHSS), and the apparent difficulty in changing Medi-Cal eligibility status and
service setting. In addition, as mentioned above, the waiver system itself is a barrier.
Also, certain operational policies may be a barrier, such as the requirement for the
resident to be out of the nursing home prior to approving ramps or other home
tmprovements. This requirement impacted the relocation of two individuals during
the study.
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Chapter 8
Recommendations

Recommendation 1: Directly measure preferences of long stay NF residents:

The preference protocol used in this project should be used with NF residents who are in the

long-term stay portion of the facility since the MDS has not been accurate in identifying people
who believe it feasible to relocate.

The JAGS article clearly shows that less demented residents who are listed in the MDS and the
medical record as able to make their own health care decisions are most likely to believe it is
feasible to relocate. This group can be accurately identified with MDS data available to DHCS
and should receive first priority for assessment. It should be noted that this project did not target
people in the facility for rehabilitation and it is possible that the MDS is more accurate
identifying people who want to relocate in this population.

Recommendation 2: Target potential candidates early after post-acute stay

Our data indicate that length of stay in the facility is a key determinant in whether or not a
resident successfully transitions out of the facility. The longer an individual resides in the
facility, the less likely it is that he will transition back to the community. Identifying those
residents with a preference to return to the community earlier rather than later, and taking steps

- toward that end, will improve success. Procedures to address this should be built into the
program even if the resident may not acfually relocate earlier than 6 months based on established
federal protocol requirements.

Recommendation 3: Implement consistent methodology to identifv self-consenters

Financial responsibility is not an adequate indicator of whether an individual 1s a reliable source
of information, nor is the financial decision-maker necessarily the same person as the authorized
health care proxy decision-maker. The MDS Recall Sub-scale is a standardized test that reliably
predicts a resident’s ability to accurately state a preference, and should be used in lieu of
financial responsibility recorded on the face sheet.

The MDS Recall assessment requires residents to answer four orientation questions: The current
season, location of own room, staff names and/or faces, and awareness of being in a nursing
home. The resident receives one point for each correct response. Residents who score 2 or more
points are considered capable of accurately stating their preference. Residents with a score of 0
or 1 cannot be relied upon to respond accurately to the interview questions. For these residents a
proxy should be contacted.

Recommendation 4: Determine service needs within an integrated sysiem (Stage 2 Assessment)

The assessment grid in Chapter 2 shows that most tools assess similar constructs (e.g.,
functioning, diseases/conditions, medications, treatments), but vary in their level of detail and the
mechanism by which information is collected. The diversity in assessment tools is apparent in
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the purpose and usage of each tool. Some tools address a narrow purpose, for example,
facilitating nursing facility transitions (i.e., Santa Rosa, Texas) or determining eligibility for a
waiver program (i.e., ALWPP, MI-Choice). Other tools are employed within the context of a
specific program (e.g., MSSP, THSS). In either case, however, these limited-use tools can create
duplication and fragmentation within a system and often subject individuals to multiple
assessments to obtain needed services.

We recommend an alternative: adoption of a uniform assessment tool employed within the
context of an integrated system. Ideally, this tool should apply to more than one population and
to multiple programs within the state of California. Through the use of this tool, an individual
would have a single entry into a system of needed programs and services. For best results, the
assessment information should be gathered electronically using a single tool and translated into
care plans and reimbursement levels via standardized algorithms. Assessment findings could be
used to determine eligibility and provide older adults and disabled persons with access to a range
of programs and services. Assessment information would be housed in a single database to
reduce duplicative data collection and to facilitate information sharing across programs.

Key characteristics:
¢ Uniform assessment tool
¢ Electronic data enfry
o Integrated information system
s Algorithms (o link assessment
findings to care planning and
reimbursement levels

Of the struments we reviewed, three meet the above criteria: those used in Washington,
Oregon, and Wisconsin. Of these three, we recommend that policymakers closely examine the
Washington CARE tool, because it has been administered extensively throughout the state and is
used within an integrated system. Furthermore, Washington has evaluated the tool’s inter-rater
reliability and empirically tested its algorithms, which are used to predict resource allocation.
Finally, contacts in Washington have willingly shared their experiences with the tool and have
even offered technical assistance. Although the programming costs of developing a similar
instrument for use in California are unknown, the Washington tool can be modified to suit
California’s needs, which include both nursing facility diversion and transition. Limitations of
adopting the Washington tool include the tool’s modification costs; the costs of using or
modifying the software associated with the Washington system; lack of published studies on the
tool’s reliability or how well the assessment has worked i reducing NF placement; and the fact
that social workers or licensed nurses might have to administer the assessment, as they currently
do in Washington. It’should be noted that this last limitation also applies to most of the other
assessment tools reviewed here; to date, no studies have examined the qualifications or
educational level needed to administer any of the assessments.

In California, the San Mateo County Division of Aging and Adult Services is developing a
uniform assessment tool that will integrate multiple programs, including THSS, APS, MSSP,
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Linkages, and AIDS case management. The tool is based on the MDS-HC, but has been tailored
to incorporate specific requirements for the MSSP and AIDS programs. We recommend that
policymakers examine the San Mateo tool because it has integrated requirements of specific
California programs (i.e., MSSP and THSS) and therefore may be adaptable for statewide use as
well as use in nursing facility diversion and fransition programs. An advantage of the MDS-HC
is that it can be licensed from the Inter-R Al organization at no cost to the state. However, the
length of the licensing process is unknown, and the license permits users to add, subtract, or
change only 5% of the assessment items. Furthermore, the MDS-HC has been psychometrically
tested for reliability. Nevertheless, the San Mateo tool is worth carefully considering as it
develops. Whatever, assessment protocol is utilized; clear instructions about how the data is to
be collected should be developed. Community agencies appear to use different data sources to
assess a resident’s suitability for relocation (either proxies or resident self reports), which creates
different conclustons about service needs. The preferable assessment method would be to
conduct independent performance assessments of the resident’s capabilities when possible.

Recommendation 5: Incentives for community agencies and nursing homes

The incentives that community agencies have to work with more difficult relocation candidates
and particularly candidates with housing problems should be reviewed. These residents clearly
are more labor intense to relocate than people who are in the hospital or NF for rehabilitation.
Agencies may make decisions not to move forward on these cases due to the absence of
incentives to do so. Similarly, facilities do not have a strong incentive to participate in this
project and policies should be developed at the state level to assure access to all Medi-Cal
residents. ‘

Recommendation 6: Screen self-consenters first

In light of the time and expense of interviewing residents with proxy representation, screening
self-consenters first is an efficient way to target individuals, especially after implementing a
more adequate methodology of identifying who the self-consenters are.

Recommendation 7: Ensure proxy education early in the process.

Nursing facilities could be incentivised to provide information to family members about the
availability of services to help care for loved ones in the community. The ability to identify the
benefits to the families or caregivers is critical to successful transition. This may help set
expectations early on, even if, or especially if, the resident is self-consenting upon admission.

Recommendation 8: Ensure the Transition Coordinator Role is Defined and Implemented

The Transition Coordinator plays a key role in the success of the process. The Transition
Coordinator provides case-level experience that is required to identify and address issues and
barriers in the system, and to navigate multiple programs. The Transition Coordinator is
accountable for managing coordination and communication between the client, family, nursing
facility and the agency, which takes a great deal of effort. Each case brings with it different
combinations of issues and the solutions to these problems don’t necessarily fit into a mould.
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The Transition Coordinator has the objectivity to ask, “What will best serve clients’ needs?”
This should be the most important question to consider.

Recommendation 9: Design operational policies to meet the needs of the people served

To meet the needs of this vulnerable group, policies should be more person-centered and easier
for the individual rather than supporting outdated systems. Form should follow function, which
means that policy design should be predicated on its intent or purpose. If the intent is to help
someone, ensure that procedures are flexible and support that end. Prepare care plans and handle
discharge planning to deliver services in a way that all persons who may be candidates for
relocating get what they need when they need it. If a resident needs several hundred dollars to
cover a security deposit, a clear-cut and timely process that is understood by all must be in place
to ensure the funds are provided. Likewise, if a person needs a wheelchair ramp installed in the
home so that he/she can safely come and go, there must be adequate procedures to get this ramp
installed prior to discharge from the nursing facility. Only then will there exist a process where
the money truly follows the person.

Recommendation 10: Ensure availability of bi-lingual staff

Although historically nursing home residents tended to be Caucasian, there is a shift happening
and an increasing number of residents are from different ethnic backgrounds. It is recommended
that this be considered both during the assessment process as well as when transitioning residents
and arranging for services. '
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Chapter 9
Conclusion

The California Pathways study objectives of developing a comprehensive assessment
protocol to facilitate relocation decisions and piloting an intervention to relocate nursing
residents to the community were met. The assessment instrument developed performed as
intended, and successfully identified preference to transition to the community. The intervention

protocol was also tested, however its success is not as apparent since few residents transitioned
under it.

The study identified several barriers that, if removed, will improve the smooth
functioning of the profocol. Several recommendations were outlined that may help to remove
some of these barriers. The current system is structurally, fiscally and programmatically
fragmented. To reduce system barriers as well as duplication of effort, programs should not be
artificially separated by age, specified diagnoses or functional limitations. Rather, programs
should focus on designing processes to determine the in-home services needed, and how to
deliver these services n the most effective manner.

Other states such as Washington, Oregon and Vermont are developing comprehensive,
integrated delivery systems in which money is able to follow the person across service settings.
These have met with reasonably good success m rebalancing their long-term care systems.
Although none of these states is as large or as complex as California, they nevertheless offer
innovations that should be considered both in terms of their overall approach and their specific
components or tools that they use to build their systems. Major structural change of the type
implemented in these states, is recommended in order for California to develop a system where
money follows the person and consumer preference dictates setting of care.
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Appendix A
Description of Assessment Tools

Minimum Data Set 2.0 — (RAT)

The Resident Assessment Instrument (RAT) helps NF staff gather information
on a resident’s strengths and needs, which must be addressed in an individualized care plan. It also
assists staff in revising care plans by enabling the facility to track changes in the resident’s status. The
MDS features a core set of screening, clinical, and functional status elements, including common
definitions and coding categories, which forms the foundation of the comprehensive assessment for all
residents of long-term care facilities certified to participate in Medicare or Medicaid. MDS items
standardize communication about resident problems and conditions within facilities, between facilities,
and between facilities and outside agencies.

Minimum Data Set for Home Care {also known as RAI-HC)

The MDS-HC is a client assessment system that informs and guides comprehensive care
planning in the home care environment. Elderly clients of home care agencies benefit from this
instrument because it identifies their needs, strengths, and preferences. The RAI-HC is compatible with
the MDS 2.0 assessment used in nursing facilitics. Clinical assessment protocols are included for
further assessment and individualized care planning for clients who have problematic trigger conditions.

Outcome and Assessment Information Set (OASIS)

OASIS is a federally mandated assessment administered to patients of all Medicare-reimbursed
home health agencies (HHAs). OASIS is not a comprehensive assessment instrument, but rather a set of
data items necessary for assessing patients and measuring patient outcomes. HHAs can augment OASIS
data as they deem necessary. Overall, the OASIS items are useful for outcome monitoring, clinical
assessment, care planning, and other internal agency-level applications.

In-Home Supportive Services (IHSS)

The THSS Program enables individuals who are elderly (over 65 years of age), blind, or disabled
to receive in-home assistance as an alternative to institutionalization. IHHS services include
housecleaning, meal preparation, laundry, grocery shopping, personal care services (such as bowel and
bladder care, bathing, grooming and paramedical services), transportation to medical appointments, and
protective supervision for the mentally impaired.

Multipurpose Senior Services Program (MSSP)

MSSP provides social and healthcare management for frail older adults who are deemed nursing
facility certifiable, but who can remain at home if offered certain services. MSSP arranges and bundles
necessary community services that help delay institutionalization. Services include care management,
meal services, home health aid, personal care aid, transportation, and home modifications. MSSP 1s a
cost neutral program in that all services must be provided at a lower cost than care within a nursing
facility.
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The MSSP assessment is comprised of four components: 1) the initial psychosocial assessment;
2) the initial health assessment; 3) the reassessment; and 4) deinstitutional care management (DCM)
assessment. This last component is used for clients who are nearing the end of a lengthy nursing facility
stay and need services to facilitate a successful discharge back to the community. After a year-long pilot
test, the DCM assessment is now being introduced to all MSSP sites. The responses in our assessment
grid consider all components of the MSSP assessment, including the DCM component.

CA Assisted Living Waiver Pilot Project (AL WPP)

This Medicaid benefit program targets individuals aged 21 years or older who meet an
NF level of care but can be served outside a skilled nursing or intermedicare care facility if
offered adequate support services. The program was created to provide services to individuals
who reside in licensed residential care facilities for the elderly (RCFEs) or in publicly
subsidized living arrangement. It also offers services to eligible individuals who want to
transition from a NF into any of these living arrangement options.
ALWPP participants have access to six waiver benefits:
¢ The Assisted Living Waiver Service — a bundled benefit
e Care Coordination
Translation and Interpretation Services
Consumer Education
Environmental Accessibility Adaptations
¢ Community Transition Services
The ALWPP assessment tool determines the tier of assisted living services needed by
participants from among four tiers of reimbursement. The ALWPP tool determines a participant’s level
of care, assists in care planning, and is linked to reimbursement levels.

San Mateo, California- Uniform Assessment Tool

San Mateo is developing a uniform assessment tool that can be used by the San Mateo County
Division of Aging and Adult Services. This division is an integrated agency with multiple programs,
including THSS, APS, MSSP, Linkages, and AIDS case management. A draft of the tool is completed.
It was adapted from the MDS for Home Care (MDS-HC, now known as the InterRAI-HC) to
incorporate specific requirements for the MSSP and AIDS programs. All case managers will complete
core sections of the assessment while those engaged in complex case management (e.g., for the MSSP
program) will complete the entire assessment.

Santa Rosa, California

Community Resources for Independence (CRIT), with locations in Santa Rosa, Ukiah, and Napa,
is a non-profif corporation established in 1976 by a group of disabled and non-disabled individuals to
advance the rights of persons with disabilities to equal justice, access, opportunity, and participation in
their communities.

CRI’s Transitions Project has developed processes for relocating individuals with disabilities
from nursing facilities into the community. Working with physicians, social workers, discharge
planners, nursing facilities, and family members, Transitions Project staff and the client develop a plan,
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set goals, and explore options. Clients are actively involved in daily decision making, reviewing choices
in living arrangements, and interviewing and choosing a personal assistant.

Michigan — MI Choice Assessment

Michigan’s Medicaid Waiver Program, MI Choice offers 13 in-home supportive services to
cligible aduits. Services include durable medical equipment and supplies, home health aides, private
duty nursing, adult day care, and respite care. The program’s primary goal is to maintain participant
independence and prevent or avoid costly institutionalization.

Qregon- Client Assessment and Planning System

Oregon’s State Department of Human Services, Seniors and People with Disabilities Division
developed a statewide, comprehensive method of resident screening called the Client Assessment
Planning System (CAPS). The automated tool is completed annually by case managers for each client
seeking residential services. The assessment is used to provide a single point of entry into the state’s
long-term care system and access to a range of home and community-based and institutional care.

Texas- Inventory of Community Service and Support Needs

The Texas Independent Living Partnership is a cooperative effort of the Texas Association of
Centers for Independent Living (TACIL), the Texas Health & Human Services Commission (HHSC),
and the Texas Department of Human Services (TDHS). The Independent Living Partnership developed
an “Inventory of Community Service and Support Needs,” which is used by centers for independent
living to develop a profile of the individuals who have been identified as wanting to leave the NF. The
document is designed for persons of all ages who reside in nursing facilities and consolidates
information on a range of services and supports.

Washington’s Comprehensive Assessment Reporting Evaluation (CARE) Tool

Washington’s CARE fool is used to assess and develop service plans for clients who receive
long-term care services. CARE is an interactive tool that is computer-based and user friendly. This
comprehensive and objective tool represents a single point of entry for a wide range of services. The
CARE assessment tool evaluates a person’s health and living situation. Eligibility for department-paid
home and community programs and level of reimbursement is automatically determined through a
standardized algorithm. The tool boasts high inter-rater reliability and is integrated with a payment
method that more closely ties allocated resources to client needs.

Wisconsin- Long-term Care Funciional Screen

Wisconsin’s Long-Term Care Functional Screen is an automated, objective assessment used to
identify the long-term care needs of elders and individuals with physical or developmental disabilities.
The functional screen has multiple uses, including determination of level of care eligibility and care
planning,.

The screen is an “inventory of needs” that gathers information about whether a person needs help
with certain activities and if so, how much help is needed. Stakeholders, consumers, and clinical
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practitioners all contributed to the screen’s development. Several studies have tested its validity and
reliability. Upon completion of the tool, the assessor can instantly see the applicant’s level of care and
eligibility for Family Care as well as other home and community-based waiver programs in Wisconsin,
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Assessment Tools from Other States

Name of Locality/Program

Inventory Of
MI-Choice Care Comprehensive Client Com-munlty Wisconsin
Managament Assessment Assessment and Service And  [Long-term
Name of Assessment Tool Assessment (Part of . A Support Neads |Care
N . Reporting Planning System L .
MI Choice Waiver Evaluation (CARE) |iool For Fransition |Functional
Program) From Nursing {Screen
Facilities To
Community
How is the tool is used within the system?
No (only if consumer|
Determines eligibility for non- Medicaid consumers No is likely to convert to No No Yes (plan to as
seeking nursing home placement Medicaid within 180 of July 1, 2006}
days}
Determines Medicaid functional eligibility (Nursing
Facility Level of Care Determination) No Yes Yes No Yes
Redetermines functional eligibility (also used for No Yes Yes No Yes
reassessment’?)
Assists in nursing home diversion Yes Yes Yes No Yes
Assists In nursing home transition No Yes Yes Yes Yes
Creates single entry peint into system No Yes Yes No Yes

No - Although
used locally to
set rates for
Automatically categorizes client into levels of need [No Yes Yes No residential care
based on level
of function and

need
Determines appropriate placement/living )
arrangement {e.g., home, assisted living, nursing No Yes No Yes Yes
home)
Assessment findings used to develop care plan  {Yes Yes Yes Yes Yes
Determines eligibility/ authorization for home &
community-based services (HCBS) Yes ves ves No Yes
Medicaid Waivaer, . . o
Medicaid State Plan, |Medicaid Waiver, ~|\1oC1o2 Yaiver, dcaid
What funding sources for services are included? |Older Americans Medicaid State Plan, N/A .
. Plan, Other State Medicaid State
Act, Medicare, State |OAA Funded Service Plan
General Revenue, s
Foundation
Automatically linked to reimbursement level No Yes Yes No Yes
Determines financial eligibility No No Yes No No

Older Adults, Adults

with Physical Older Adults, Persons of All {Older Adults,

Older Adults, Adults Disabilities. People |Adults with Ages and Adults with
What populations receive this assessment? with Physical - reap . Disabilities Physical and
e wf MR/DD, children |Physical I
Disabilities . - s Residingina |Developmental
needing Medicaid  |Disabilities Nursing Home | Disabiliti
Personal Care 9 & |Hisanlities
Format
Paper/Electronic {to Administer Assessment) Both Electronic Electronic Paper Electronic
Use of standardized algorithm to synthesize
responses to determine level of care and/or No Yes Yes No Yes

reimbursement level

Administration of the Assessment
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Assessment Tools from Other States
Name of Locality/Program
Senlors and Aging and
State Agency Field |People with Centers for Disability
What organization is responsible for conducting the |Local waiver Offices, Area Disabilities Independent Resource
assessment? agencies Agencies on Aging |Division, State Livi s Centers,
. > iving
{for in-home clients) Department of county-level
Human Services intake units
What type of staff are required fo administer the . Social Worker with  |Not specified Either SW or
! . Registered Nurse, o . . ' Ne qualification] RN with
assessment? (e.g., Social Warker, Registered Social Worker training and option |option to refer to requirement | Training and
Nurse) for referral toa RN |an RN q ik
Certification
. In nursing
Where is the assessment conducted? In-hotne In person In person home in person
Time to complete 1.5-2 hours 3 hours 1-1.5 hours 1-2 hours 2.5 hours
Has the tool been tested for inter-rater reliability by
researchers? No Yes Yes No Yes
Do_Assessors Receive Training/Certification on Yes Yes Yes No Yes
Using the Tool?
Systems Integration
Is the tool electronically linked to intake and
referral systems? Y6s Yes Yes No Yes
Is the tool used to frack quality? {e.g. quality of
care, person receiving the right services/needed Yes Yes Yes No Yes
services)
Has shared assessment potential
(consistency/usability by other providers in other No Yes Yes No Yes
agencies/programs)
Enables simplicity/brevity {Leads the assessor
down paths that need to be followed rather than No Yes Yes Yes Yes
requiring repenses o every item}
Reduces data entry time Yos Yes Yes No Yes
Reduces Duplication (repeat assessments, repeat .
service authorizations between programs) No Yes Yes No .|Yes
Instruction Manuat
Is there an instruction manual? Yes Yes Yes Yes Yes
Does the manual include guidelines on how ta
perform the assessment? Yes ves No Yes Yes
Does the manual have detailed interview
uestions/protocols/scripi No Yes No No Yes
Gender _ No Yes Nao Yes Yes
Race No Yes No No Yes
Marital siatus No Yes No Yes Yes
Education No Yas No No Ne
Date of birth Yes Yes No Yes Yes
Language spoken No Yes No Yas Yes
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Assessment Tools from Other States

Name of Locality/Program
Refeit £ 2
Date case opened Yes Yes Yes Yes Yes
Reason for referral Yes Yes Yes No No
Where lived at time of referral Yes Yes Nop Nog Yes
Who lived with at referral
Biliky:
Self-report,
Caragiver Assessar Self-report,
How section is measured Self-report observation, Self-report determination, |Assessor
Records/Supporting Self-report Determination
Documentation
How responses are coded Scale Elmd Rgsponse Open-ended Open-gnded, Scale
ategories Scale
Locomotion Yes Yes Yes Yas Yes
Stair climbing Yas Yes No Yes No
Wheeling Yes Yas Ne Yes Yes
Stamina Yes Yes No Na No
Functional potential Yes Yes No No No
Transfer Yes Yes Yes Yes Yes
Assistive devices (incl. walking and transferring} [Yes Yes Yes Yes Yes
Eating Yes Yes Yes Yes Yes
Bathing Yes Yes Yes No Yes
Dressing Yes Yes Yes No Yes
Toileting Yes YBs Yes Yes Yes
Hygiene Yes Yes Yes Yes Yes
Mobility inside Yes Yes No Yes Yes
Mobility cutside No Yes No No No
Bt-afi l_VIoblIl_ly (_Cllent 5 ability to move and change Yas Yes No No Yas
positions while in bed)
Housework Yes Yes Yes Yes Yes
Laundry Yes Yes Yes No Yes
Shopping and errands Yes |Yes Yes Yes Yes
Meal preparation & cleanup Yes Yas Yes Yes Yas
Telephone use Yes Yes Yes Yes
AVt PUrsiits. Fattorns: E '
How section is measured NIA Self-report Self-report N/A NIA
How responses are coded N/A Elxed Ru_asponse Open-ended N/A N/A
ategories
Time awake No Yes No No iNo
Involvement in daily aclivities Mo Yes No No No
Preferred acfivily setling No Yes Yes No No
General activity preference No Yes Yes No No
Prefers change in daily routine No Yes No No No
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Assessment Tools from Other States

Name of Locality/Program

Cognitive=s i
Self-report,
How seclion is measured Self—repzort,_Assessor Performance-based |Assessor Self-report Self-report
Determination M
Determination
How responses are coded Yes/No El::aec;z?:gonse :;:I:d' Open- Yes/No Yes/No, Scals
Comatose No No No No No
Memory recall Yes Yes Yes No Yes
Decision making skills Yes Yes No Yes Yes
Indicators of delirium Yes Yes No No Na
Orlentation Yes Yes Yes Yes No
Use of mini-mental state exam (MMSE} No Yes No No No
Judgment No No Yes Yes Mo
i Yas

Self-report,

Self-report, ?::]f;irlepor’[.
Seif-report, Family deterrsrfﬁnat'lon
How section is measured Self-report Self-report Assessor determination, Racards! !
Determination Supporting .
documentation Supparting .
Documentation
Open-ended, Fixed Response Yes/Na, Open-
How responses are coded Yes/No Categories Open-ended anded P Yes/MNo
Asks for physician name/ specialist name Yes No Yes No No
Heart/Circulation-related Yes Yes Yes Yes Yas
Neurological- related Yes Yes Yes Yes Yes
Musculo-Skeletal- related Yes Yes Yes Yas Yes
Endocrine- related Yes Yes Yas Yes Yes
Psychiatric/mood- related Yes Yes Yes Yes Yes
Pulmonary- related Yes Yes Yes Yes Yes
Nephrology-related Yes Yes Yes Yes Yes
Gastro-Intestinal Related Yes Yes Yes Yes Yes

How section is measured Direct measurement |measurement by NIA NFA N/A
nurse

How responses are coded Open-ended Open-ended N/A N/A N/A
Temperalure Yes Yes No No No
Blood Sugar No Yes No No Np
Pulse Yes Yes No No No
Blood Pressure Yes Yas No No No
Respiration raie Yes Yes Na No Na
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Assessment Tools from Other States

Name of Locality/Program

wrist/mitten

{:Problems
Self-report,
Self report, Self-report, Self-report, Family
How seclion is meastred Caregiver Caregiver Assessor determinaticn, |Self-repeort
observation chservation Determination Supporting
documentation
How responses are coded Scale Fixed Rt_asponse Scale, Open- Yes/No Scale
Categories ended
Indicaters of depression Yes Yes No Yes Yes
Indicators of anxiety Yes Yas Ng No Yes
Mood change No Yes Yes No Yes
Behavioral sympfoms Yes Yes Yes Yes Yes
Self injury Yes Yes Yes Yes Yes
Significant life changes (death, divorce, etc.) Yes Yes Yes No No
Person is viclent/suicidal Yes Yeas Yes Yas Yes
Use of Restraints (geriatric chair, vest/belt, Yes No No Yes No

Self-report,
Self-report, Self-report, Self-report, Family
How section is measured Caregiver Caregiver Assessor determination, |Self-report
ocbservation Observation Determination Supporting
documentation
How responses are coded Scale Fixed Rgsponse Scale, Open- Scale, Yes/No |Scale
) Categories ended
_Ability to hear Yes Yes Yes Yes Yes
Making self understood {expression) Yes Yes No Yes Yes
Abhility to understand others (comprehension) Yas Yes No Yes Na-
Communication decline/changas No Yes Yes Yes No
Use of communication devices (hearing aid) Yes Yes Yes Yes Yes
Modes of expression {speech, signs, etc.) No Yes No Yas No
Yes No Nop Yes Ng
Self-report,
2E]f-re‘p0rt, Self-report, Self-report, Family
L aregiver . L
How section is measured ) Caregiver Assessor determination, |Self-report
ohservation, N N .
Observation Determination Supporting
Performance test .
documentation
Scale, Fixed Scale. Onen-
How responses are coded Scale Response en dedl P Scale, Yes/No |Yes/No
Categories
Vision (ability to see) Yas Yes Yes Yas No
Visual imitations/difficulties Yes Yes Yes Yes Yes
Vision change Yes Yes Yes Yes No
Use of visual appliances Yes Yes Yas Yes No
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Assessment Tools from Other States

Name of Locality/Program

Nutritish/Hydration
Self-repart,
A Family Seli-report,
L 5585507 -
How section is measured Self-report Self-report N determination, |Assessor
Determination . o
Supporting Determination
documentation
Yes/No, Scale, Open|Fixed Response
How responses are coded ended Categories YesiNo Yes/No Yes/No
Height Yes Yes No No MNo
Weight (incl. obesity) Yes Yes No Ne No
Weight change Yes Yes Yes No No
Consumption/ Intake Yes Yes Yes No No
Swallowing, Chewing Problem Yas Yes Yes Yes Yes
Special Diet Yes Yes Yas Yes Na
Food allergies No No No No No

Self-report,
. Self-report, Family
How section is measured Self r?poﬁ, Direct Caregiver N/A determination, |N/A
examination ; .
observation Supporting
documentation
How responses are coded Yes/No, Open- Fixed R(:}sponse NIA Open-ended  |N/A
ended Categories
General Oral status {Odor, Salivation, Use of Yes Yes No Yes No
Denlures, &tc) :
Problem chewing Yes Yes No Yes No
Problem brushing teeth Yes Yes No Yes Na
__Dental care/ Date of last dentist visit Yes Yes No Yes No
SKin=Condition e = ==
Self-report,
Family
Self-report, Direct Self-report, Self-raport, determination,
S Caregiver Self-report, Family )
L examination, ; N Direct
How section is measured . |observation, Assessor determination, i
Records/ Supporting . R . examination,
h Records/Supporting |Determinaiion Supporting
Documentation : . |Records/
Documentation documentation .
Supporting
Documentation
Yes/No, Scale, Open{Fixed Response Scale, Open- Yes/No, Open-
How responses are coded ended Gatagoriss ended andad Yes/No
Skin problems {rash, burns, itches, etc) Yas Yes Yas Yas Yes
Ulcers Yes Yes No Yes Yes
Type of ulcer Yes Yes No No No
Other skin problems requiring treatment Yes Yes Na No No
Receipt of wound/ulcer care Yes Yes No Yes No
Foot problems Yes Yes Yes No ND
Fingernails and toenalls {color, texture} No Yes No No No
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Assessment Tools from Other States

Name of Locality/Program

Seif-report,
Self-report, Self-report, Family
How section is measured Self-report Caregiver Assessor determination, |Self-report
observation Determination  |Supporting
dacumentation
Scale, Fixed
How responses are coded Scale Response Scale, Open- Yes/No, Open- Scale
N ended ended
Categories
Bladder continence Yes Yes Yes Yes Yes
Bladder devices Yes Yes Nao No Yes
Bowel continence Yes Yes Yes Yes Yes
Frequencyfurgency Yes No Yes No No
Elimiration pattern Yes Nao No No Mo

Chagge in coptinence No__ Yes No

Self-report,
Self-report, Self-report, Family
How section is measured Self-report Caregiver Assessor determination, |Sel-report
abservation Detenmination Suppeoiting
documentation
Fixed Response Scale, Open-
How responses are coded Scale Categor‘le;] ended P Yes/No Scale
Preventive health hehaviors Yes Yes No No No
Falls Yes Yes Yes No No
Drinking/ Alcohol Yes Yes Yes No Yes
Smoking/ Tobacco Yes Yes Yes No Na
Pain ] Yes Yeas Yes Yes No
Exercise Y Y No Yes
Medicatiohs: z e
Self-report,
Self-report, Self-report, Self-report, Family
How section is meastred Supporting Supporting Supporting determination, |Seff-report
Dacumentation documentation dacumentation  |Supparting
documentation
YesfNo, Open- Fixed Response Yes/MNo, Open- |Yes/No, Open-
How responses are coded ended Categories ended P ended P Scale
Number of medications Yes Yeas Yas No No
Types of medications Yes Yes Yes No Na
Compliance Yes Yes Yes No Na
Self-administration or needs assistance Yas Yes Yes No Yes
Medication allergy Yes No Yes No No
Client needs to be reminded Yes Yes Yes Yes Yes

Special-Treatmenits/Brogram

Assessor
How section is meastired Self-report Self-report Self-report determlrnahon, Self-report
supporiing
documentation
Fixed Response
How responses are coded Yes/iNo Categories Open-ended Yes/No Yes/No
Special Treatments {e.g., Chemotherapy, Dialysis,
IV medication, Radiation) Yes Yes Yes Yes Yes
Special Programs (e.g., mood/behaviar,
alcohol/drug treatment) Yes Yes Yes Yes No
Therapies (e.g., speech, PT, OT, respiratory, Yes Yes Yes Yes Yes

psychological)
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Assessment Tools from Other States

Name of Locality/Program

Assessor
How section is measured Self-report Self-report AS5E550T determination, |Self-report

Determination  {Self-report

Open-ended (By # of| Fixed Response Scale, Open-

How responses are coded days; hours & mins) [Categories ended Yes/No Scale
Impending surgery Yes No No No No
Home health aides Yes Yes No No No
Visiting nurses Yes Yes No No No
Meal delivery Yes Yes Yes Yes No
Homemaking services Yes No Yas No No
PT/OT Yes Yes No Yes Yes
Day care Yas Yes No No No
Social worker Yes Ng No Na No
Equipment management Yes Yes No Yes No
cher specific programs (MSSP, ADHC, CIL, NF No No No No No

Self—repc;rt, Se feport,

How section is measured Caregiver Caregiver Self-report N/A N/A

determination determination

Fixed Response

How responses are coded Yes/Ne Categories Open-ended N/A NIA
Involvement in activities Yes Yes No No No
Change in social aclivilies Yes Yes No No No
Isolation Yes No No No No
w,l,ll(rilrs:)ettled relalionships (conflict, anger, no contact Yes Yes No No No

Significant current/past activitiesfinterests

Self-report E;Tf:;ep

: , Fixed Response
How responses are coded Names; Scale Categories Open-ended N/A
Key informal helpers Yes Yes Yes No
Caregiver status Yes Yes No No
Extent of informal help (e.g. number of hrs/iweek) |[Yes No No No
LEingrArTangoments = =
Assessar Self-report,
How section is measured A Assessor N/A Self-report Self-report
determination -
determination
Fixed Response
How responses are coded Yes/No Categories NIA Yes/No, Scale |[Yes/No
Living with another person Yes No No Yes Yes

Living situation (apt., house, etc). Yes Yas No Yes Yes
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Assessment Tools from Qther States

Name of Locality/Program

Maney:Management Finances—=

- Assessor Assessor Self-report, Self-report,
How section is measured determination delermination Assessgr ) Self-report Assessgr )
Determination Determination
Fixed Response Fixed
How responses are coded Yes/No c N Open-ended Yes/No Response
ategories ;
Categories
Access to home Yes Yes Yes Yes No
Access to rooms Yes Yes Yes Yes Na
Lighting Yes Yes Yes No Noa
Flooring/carpeting Yes Yes Yes No No
Kitchen Yes Yes Yes No No
Heating/cooling Yas Yes Yeas No No
Personal safety Yes Yeas Yes No No
Bathroom Yes Yes Yes Yes Yes
Phone Accessible/usable Yes No Yes Yes No
Home modifications required Yes Yes Yes Yes No
Pets Yes Yes Yes No No
Smoke detector Yes No Yes No No
Yes Yeos Yes No No
Self-report,
How section is measured Self-report Self-report Assessor Self-repart Self-report
Determination
How responses are coded Scale E;);:gorz:;smnse sgs:i Open- ‘ézfsg'nﬁ:g]e' Scale
Ability to Drive/ Use Transportation Services Yes Yes Yes Yas
Difficuities/Limitations Yes Yes Yes Yes
Transportation Preferences Yas __ Yes No No

Self-report,
How section is measured Self-report Self-report Assessor Self-report Self-report
Determination
How responses are coded Scale EXEd Rgsponse Scale, Open- Yes/No, open- Scale
ategories ended ended
Ability to Manage Money/Finances Yes Yes Yes Yes Yes
Difficulties/Limitations Yas Yes Yes Na Yes
Preferences No Yes No N
Giirrent Employment——z: == = =
How section is meastired N/A Self-report N/A N/A Self-report
How responses are coded NiA Fixed Respanse |/ N/A Scale
Categories
Employment Status/Hisiory Yes No Yes
Yes No Yas
How section is measured Self-report Self-report Self-report Self-report Self-report
How responses are coded Eixed Response Fixed Response Open-ended Yes/No, Open- Yes/No
ategory Category ended
Conservator No Mo Yes No No
Legal guardian No Yes Yes Yes Yes
Advanced directives/ Durable power of aticrney  [No Yes Yes No Yes
Potential for Abuse/Neglect Yes Yes Yes No Na
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Name of Locality/Program

Preference=:

How section is measured N/A Self-report Self-report Self-report Self-raport

How responses are coded NA Opan-ended Scale :‘:3;’ Open- Scale
Assesses individual preference for living No Yas Yes Yes Ves
arrangements
Family/friends support client’s preference No No No No Yes
Family/friends oppose dlient's preference No No No No Yes

Any difficulties in meeting preference (e.q. what
would make it difficult for person fo live in different  |No No No No No
setting)




CLINICAL INVESTIGATIONS

Transitioning Residents from Nursing Facilities to Community

Living: Who Wants to Leave?

Christy M. Nishita, PhD,* Kathleen H. Wilber, PhD,* Saki Matsumoto, BA,” and

Jobn E Schnelle, PhD?

{See editorial comments by Dr. Rosalie Kane, pp 163-163).

OBJECTIVES: To examine nursing facility residents’ or
their legal proxies’ perspectives on transitioning out of
nursing facilities by assessing residents’ perceptions of their
ability to live more independently, their preferences
regarding leaving the facility, and the f{easibility of
transitioning with community support.

DESIGN: Analysis of survey findings from the California
Nursing Facility Transition Screen (CNFTS).

SETTING: Eight nursing facilities in southern California.
PARTICIPANTS: All chronic maintenance, long-stay re-
sidents receiving Medi-Cal (California’s Medicaid pro-
gram) were eligible for the study (n = 218). Of these, 121
{56%) self-consenting residents or legal proxies were
interviewed. No presumptions were made as to which
residents were appropriate candidates for transition based
on health or functional capacity.

MEASUREMENTS: CNFIS contains 27 open- and
closed-ended questions on preference, ability, and feasi-
bility of transitioning.

RESULTS: Twenty-three percent of residents and proxies
believed that the resident had the ability to transition; 46%
indicated a preference to transition; and after discussing
potential living arrangements and services, 33% thought
that rransitioning would be feasible. Of those who
consented to allow access to their Minimum Data Set 2.0
{MDS) information {n=41; 34% of the sample}, agree-
ment in the assessment of preference was found in 39% of
cases.

CONCLUSION: Transition decisions are complex and
include preference, as well as perceptions of the resident’s
ability to live in a more independent setting and ihe
feasibility of transitioning. Compared with the MDS, the
screen idenfified a higher proportion of residents who want

*Andrus Gerontolegy Center, University of Southcrn California, Los Angeles,
California; and "Vanderbilt Center for Quality Aging, Nashville, Tennessee,

Preliminary findings were presented at the annual meeting of the
Gerontological Society of America, Orlando, Florida, November 2003.
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Center, University of Southern Califormia, 3715 MeClintock Avenue,
Los Angeles, CA 90089. E-mail: cnishita@usc.edu

DOL: 10.1111/).1532-5415.2007.01566.x

to transition, suggesting that a systematic approach to
assessing the complex decision to transition is needed. J Am
Geriatr Soc 56:1-7, 2008.

Key words: custodial care; nursing facility residents;
living arrangements; relocation

or more than 2 decades, long-term care policy efforts

focused on home- and community-based alternatives to
institutionalization. In 1999, these efforts became a federal
imperative with the Olmstead Decision, in which the
Supreme Court determined that unnecessary institutionali-
zation violates the Americans with Disabilities Act of 1990
(ADA).! To assist states in promoting community-based
alternatives, the Centers for Medicare and Medicaid
Services (CMS) provided Nursing Home Transition Grants
starting in 1998, which tended to targer persons younger
than 65. In 2003, under the New Freedom Initiative, CMS
offered Money Follows the Person Grants as past of
rebalancing initiatives to transition persons out of nursing
facilities and promote flexible financing systems that follow
the individual to the most appropriate setting. The Deficit
Reduction Act of 2005 awarded further demonstration
grants for rebalancing and increased federal Medicaid
matching funds for home- and community-based services
for transitioned individnals.® A first step in rebalancing is to
identify institutional residents who wish to transition, but
research is lacking.

Although it is clear that most community-dwelling
older adults want to remain in their own homes,? little is
known about the extent to which long-stay nursing facility
residents of any age would prefer to transition to commu-
nity settings. This study nsed a comprehensive instrument
to explore three interrelated dimensions inherent in fong-
stay residents’ decisions to transition out of the facility: the
resident’s perceived ability to leave, their preference, and
the feasibility of transitioning based on community-based
Supports.

JAGS  56:1-7, 2008
© 2008, Copyright the Authors
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UNDERSTANDING THE PREFERENCES OF
NURSING FACILITY RESIDENTS

Admission and annual assessments of the Minimum Data
Set 2.0 (MDS), completed for all residents in state and
federally certified nursing facilities, include one question
about preference to return to the community, but this single
question is not uniformly asked of every resident and
instructs assessors to use indirect questions with long-stay
residents to avoid creating unrealistic expectations: “It’s
been about 1 year that we’ve known each other. How are
things going for you here at (facility)?”*

The indirect approach is defensible if residents are clear
and spontaneous in expressing preferences, but long-stay
residents may not consider transitioning to be an option
because of a loss of prior housing or an unquestioning
acceptance of facility life. A study of residents in three
nursing facilities with light care needs found that 70%
{n =20} did not want to remain in the facility, but all but
one believed that no other option existed.” Furthermore,
availability of home- and community-based services to
support fransitioned long-stay residents varies widely
according to state.® Even if community options exist,
residents, family, and legal proxies may be unable 1o
identify and access community-based resources (e.g.,
accessible housing and transportation). The authors are
not aware of other instruments that systematically assess
long-stay residents receiving chronic maintenance care or
gather comprehensive information on various dimensions
of the transition decision using standardized protocols.
Instrurnents such as the MDS allow interviewers wide
flexibility in how or even whether preference questions are
asked. Apart from the MDS, it is nnclear whether other
studies have included residents with dementia in transition
interviews and, if so, how many residents could not respond
or had proxies for healthcare decisions. A clear description
of when proxics are used is an important issue in research
with long-stay residents.

The study targeted long-stay chronic maintenance care
residents funded by Medicaid and excluded those admitced
for short-stay Medicare-funded rehabilitation, which is a
crucial distinction in research.”® Studics indicate that
residents who remain in the facility are more likely ro have
a cognitive disorder and to be covered by Medicaid.®1? In
targeting residents for transition, it is important to
differentiate chronic maintenance residents who are un-
necessarily residing in institutions from those who are
short-stay and will eventually return to the community
without an intervention. For example, in 1998, New Jersey
launched the Community Choice Counseling Program, and
an cvaluation indicated that 1,975 clients were transi-
tioned, 86% of whom werc satisfied with their transitional
living situation,'! yet it is unclear how many long-stay
chronic maintenance residents were targeted.

Using a comprchensive screen, the following research
questions were asked: What proportion of long-stay
residents believe that they are able to transition to a
community-based setting? What proportion prefer to leave
the facility? Afrer discussing available community supports,
what proportion believe that transition is feasible? Are
transition decisions stable over time? How does using a
comprehensive screen administered to all consenting,

custodial, Medicaid-funded residents compare with transi-
tion preferences identified by the MDS?

METHODS

The Development of the California Nursing Facility
Transition Screen

The California Nursing Facility Transition Screen {(CNFTS)
was developed from reviews of other instruments {e.g.,
MDS), input from key stakeholder groups representing
persons with disabilities and older adults, and pilot tests in
two southern California nursing facilities. Criteria for the
screen were that it assessed preference from all Medi-Cal
{California’s Medicaid) residents within a facility, was not
taxing to complete, and did not create unrealistic expecta-
tions about transitioning opportunities. The University of
California at Los Angeles institutional review board
approved all facets of the project. The screen includes 27
open- and closed-ended questions on reasons for entering
the nursing facility, preference to transition, and ability to
return to the community. To ensure that respondents are
aware of housing and community options before assessing
the feasibility of transitioning, the instrument explores
potential living arrangements and services.

Participants and Setting

The study targeted all English-speaking residents receiving
chronic maintenance {long-term) care covered by Medi-Cal
in eight narsing facilities in southern California {n=218).
Residents paying privately and those receiving Medicare-
funded rehabilitation were excluded. Non-English speaking
residents (n = 4} were excluded from this pilot phase. Seven
skilled nursing facilities were affiliated with for-profit
nursing facility chains, and one was an independent for-
profit facility. Exclusion criteria included locked psychiatric
facilities, rehabilitation or subacute facilities, and facilities
for the developmentally disabled.

Purposive sampling was used based on inclusion and
exclusion criteria. A consultant to the California Associa-
tion of Health Facilities described the project at a southern
California meeting. Bight homes were recruited from nine
volunteer facilities that were located in the catchment areas
of community agencies assisting in transition. Data
retrieved from a public California Website confirmed that
the facilities were not atypical of California facilities based
on resident characteristics including age, dementia pre-
valence, and length of stay.

Procedure

With privacy safeguards in place, each nursing facility
identified all residents whose stays were funded by Medi-
Cal and who were expected to be long-term. Interviewers
were graduate students who received 4 hours of training
and conducted practice interviews with oversight from a co-
investigator to maximize interrater reliability. The first page
of each resident’s chart identified self-consenters and those
who required a legally designated proxy for healthcare
decisions. Nursing facility staff confirmed this information
and that this was the same person listed on the MDS as
responsible for medical decisions. Because the study did not
exclude participants based on cognitive status, the majority
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had a proxy, reflecting the high number of residents with
impaired cognitive functioning who reside in nursing
facilities. Although it is possible that some residents (e.g.,
with durable powers of attorneys) wete cognitively alert
and able to express preferences, without Health Insurance
Portability and Accountability Act of 1996 (HIPAA)
consent, cognitive information could not be accessed. Using
a script, researchers contacted self-consenters in person
{n = 44). Proxies were contacted by telephone (n=134),
because it was not known when or whether the proxy
would visit the facility. The majority of proxies were family
members {76%), and the remaining had durable powers of
attorney or were conservators, guardians, trustees, or
friends. Three attempts were made to contact the proxy
by telephone during different times of the day and using
all available contact numbers; a script was used to
leave messages, introduce the study, and obtain consent. It
made clear that all responses would be kept confidential and
that participation would not affect care received at the
facility.

All who agreed 1o participate (n = 121) were asked to
sign an HIPAA consent; 34% (26 residents, 15 proxies) did
so. Participants who were interested in transitioning were
more likely to consent, and those with a preference to
stay were significantly more likely to decline; some were
offended by the request {chi-square (3?) = 45.82, F<.001).
Preference information from the most recent full MDS (item
Qla) was compared with the CNFTS. Aunalyses also
compared responses to activity of daily living (ADL)
questions (transferring, cating, bed mobility, toileting,
personal hygiene, bathing, walking, and dressing} on the

CNFTS and MDS. Afier collapsing the MDS scale into a -
dichotomy (no difficuley/difficulty) to facilitate comparison -

with the CNFTS, two of eight items were significantly
different: bathing (x*=4.31, P =.04) and transferring
{x*=7.07, P =.008). In both cases, participants indicated
no difficulty, whereas the MDS reported difficulty. Finally,
residents who believed transitioning was feasible were
asked to sign a release consent to share information with
community agencies.

To assess interrater reliability of the CNFTS, 12
interviews were conducted in which two interviewers coded
participants’ responses. Agreement was 100% on partici-
pants’ preference to relocate and 84 %, with a mean kappa
of 0.77, for all numeric items. In addition, all proxy
respondents were asked for consent to conduct a second
interview of the resident to examine proxy reliability issues.
Only 9% (8/88) permitted a second interview, and three of
these residents did not consent. Of the remaining five cases,
proxies and residents reported the same preference about
relocation.

RESULTS

Securing Participation in the Study

As Figure 1 shows, 218 Medi-Cal residents were eligible for
the study, including 44 {20%) self-consenting residents and
174 (80%) proxies. Researchers were able to contact 178
respondents: all residents and 77% of proxies. Sixty-eight
percent of those contacted {n=121) consented to the
screen, resulting in a sample of 33 self-consenting residents
{75% of all self-consenters) and 88 proxies {66% of proxies

contacted; 51% of all proxies). Forty-one of the 57
participants who did not consent provided researchers with
an explanation, including health problems that required 24-
hour care (n = 27), not interested {n = 10), satisfied with the
facility (n = 3), and unwilling to provide personal informa-
tion (n=1).

Ability and Preference to Leave the Nursing Facility

Participants were first asked about ability to transition: “Do
you think you (your relative) would be able to leave the
nursing facility and live somewhere else now?” Sixiy-nine
percent (n = 84) responded that the resident was not able to
leave, 23% (n=28) indicated that the resident was
able, and 7% (n=9) were unsure. Although more than
twice as many proxy as resident interviews were conducted,
only 25% (n=7) of those indicating that the resident
was able to leave were proxies, and 75% (n =21} were
residents (2 = 8.72, P =.01). When asked why the resident
was unable to leave, 81% (n = 68) gave a reason, including
need for facility level of care {n =34, 50%), inability to
perform basic activities such as walking or eating (n= 23,
34%), and safety concerns (e.g., falling, wandering} (n = 4,
6%).

Interviewers then addressed the second component of
the decision to leave—preference: “Would you (your
relative) want to live somewhere other than the nursing

facility?” Fifty-six (46 %) indicated that the resident wanted
-to leave the facility, 42 (35%) did not want to leave; and 23

(19%) did not know. A greater percentage of proxies {86%,
n=36) than residents (14%, n=6) responded that the
resident did not want to leave the facility (x* = 16.09,
P <.001). To determine why participants did not.want to
transition, they were asked: “What are some reasons yon
(your relative) want{s) to continue living in the nursing
facility?” Thirty-four of the 42 participants who did not
want to leave provided responses: need for a high level of
care (n =19, 56%)}, like nursing facility and staff (n = 10,
29%), and nursing facility is the most appropriate place-
ment (n=23, 15%). About one in five {n=24, 20%)
indicated that residents were able to transition and
preferred to lcave.

The next section of the CNFTS provides information
about community-based living arrangements and suppor-
tive services. Participants were asked whether they thought
varions housing and service programs were good
options for the resident. For those who responded “no” or
“don’t know,” the interviewer listed ADLs and instrumental
ADLs (TADLs) and asked whether the response would
change if the resident could get assistance with these
tasks. If the participant said “yes” or “don’t know,” the
interviewer proceeded with the next section. If the
respondent again said “no,” the interview was stopped.
For respondents who initially said “yes” to the question
about living arrangements and types of support, the
interviewer also listed ADLs and IJADLs and asked whether
assistance in these areas was important for the resident.
Fifty-two respondents (43% of those interviewed) said
“yes” or “don’t know” to the question of the need for or
benefit of support; for these respondents, the interviewer
proceeded with the next section.
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TAGS

Total number of Medi-Cal
residenss eligible for study
218
(44 resident, 174 proxies)

Y

h J

Could not be contacted
40 proxies

Number of participants contacted
178
(44 resident, 134 proxies)

Consent 1o interview

Did nof consent to
interview
57

121
(33 resident, 88 proxies)

[

!

Resident ability to mave
Yes No DK
21 8 4

l

Resident preference to move
Yes No DK
25 6 2

1

Proxy ability to move
Yes No DK
7 76 5

l

Proxy preference (o move
Yes - No DK
31 36 21

52

Completed entire
interview

o

Resident feasibility of transitioning
Yes No DK
26 1 }

Note: DK=Don't Know.

Proxy feasibility of transitioning
Yes No DK
14 6 4

Figure 1. Flow of participants through the study and responses to the transition screen.

Living Arrangements and Assistance

Those who continued the screen were asked to identify one
or more potential living arrangements if the resident
transitioned from the facility. Responses were no place to
go (n=17, 33%), livc alonc in an apartment or home
{n=14, 27%); live with other family members {n =12,
23%)} or with a partner or spouse (n=3, 6%), assisted
living facility (n =4, 8%), and group home (n=7, 13%).
To further examine the need for support and the
capacity for transitioning, interviewers asked respondents
about need for assistance with ADLs (transferring, eating,
bed mobility, toileting, personal hygiene, bathing, walking,

dressing) and IADLs {tclephone, cooking, medications,
housework, shopping, transportation, managing money).
Residents had a mean of 3.0 + 1.7 ADL difficulties, wich
most needing help with bathing or showering (n =44,
85%) and dressing (n =34, 65%). Residents or proxies
reported a mean of 5.6 & 1.6 IADL difficulties. Most
problematic were houscwork {n =49, %4%), shopping
{n =47, 90%), and transportation (n= 47, 90%).

Feasibility of Transitioning

The interview concluded by asking: “If you had help
available for any of these services, would you (your relative)
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be able to leave the nursing facility?” Although this
question is identical to the earlier question about ahility
to transition, it was posed after a discussion of preferred
living arrangements and services needed. Of the 52
respondents who completed the entire screen, 40 (77%)
believed that transitioning was feasible, seven (13%) felt
it was not feasible, and five {10%) were unsure. Of the
40 respondents who believed that leaving the nursing
facility was feasible, the majority were self-consenting

residents (n = 26, 65%) rather than proxies (n =14, 35%)

(yx*=8.72, P=.01). Therefore, of the 121 who were
initially interviewed, 28 (23%) thought that the resident
was able to transition; 56 (46%) indicated a preference
to leave; and after learning about service and community
living options, 40 {33%) believed that transitioning was
feasible.

Feasibility of Transitioning: Stability over Time

To assess stability, all 40 participants who indicated that
transition was feasible were re-interviewed approximately
3 weeks later. Thirty-four {85%) consented to a second
interview (23 residents, 11 proxies). Overall, 27 pareici-
pants {79%) responded with a stable affirmative response
toward transitioning; 17 were residents (74% of the
resident sample), and 10 were proxies {(91% of the proxy
sample). Of these 27 participants, 81% (16 residents, 6
proxies) completed release forms to enable researchers to
refer their cases to a community-based agency.

Comparison with MDS Preference Question

Of the 121 residents who consented to the interview,
permission was obtained to secure MDS data on 34%

Table 1. Characteristics of Residents of Participants Who Responded Yes to Transitioning with Those Who Responded
No Among Participants Providing Health Insurance Portability and Accountability Act of 1996 (HIPAA) Consent

(n = 40)*

Characteristic

Yes to Transitioning
{22 Residents,
8 Proxies)

No to Transitioning
(3 Residents,
7 Proxies)

= WModiffed Tifererident s ety i i

Maoderately impaired (decisions poor €ues or superwsmn required)

4(133)

1 (10.0}

4 (133) 6 (60.0)

17 (56.7) 2 (20.0)

4 (40.0)

Number of dajs'in tﬁé nuféing facilitﬁ, me_aﬂ j: SD

600.8 -k 623.9 824.8 + 5393

* One participant who signed the HIPAA consent form was cxcluded from this table, because the participant was unsure whether transitioning was feasible. All
participants in the “Yes to Transitioning” category responded yes to the feasibility question. Participants in the “No to Transitioning” category responded no to at

lcast one of the questions on ability, prefereace, or feasibility.
TP<.05, P <.10.
SD = standard deviation.
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{n = 41). Preference data from CNFT'S were compared with
MDS question Qla: “Resident expresses or indicates a
preference to return to the community.” Agreement with
the CNFTS and MDS Q1a was found in 39% of responses
(n=16). For 46% of responses (n=19), the screen
indicated that the resident preferred to transition, and the
MDS indicated that the resident did not want to leave
{x?=4.67, P =.10). In one case, the MDS indicated that the
resident had a preference to leave, whereas the CNFTS
found the opposite. Twelve percent (n= 5} were unsure
according to the screen; the MDS was recorded as “no.”

Comparing Resident Characteristics

For those who provided HIPAA consent, Table 1 compares
characteristics of subjects who believed transitioning was
feasible with characteristics of those who did not want to
transition. Respondents in the latter category responded
“no” to aft least one of the questions on ability, preference,
or feasibility. One participant who provided consent was
omitted from the table because he or she was unsure
whether transitioning was feasible. Although the power to
identify differences was reduced because only onc-third of
the original sample signed an HIPAA consent (26 residents,
15 proxies; 34%), it was clear that participants who
thought transitioning was feasible were less cognitively
impaired and younger.

DISCUSSION

Given increasing support for consumer choice and state-
level policy momentum driven by the Olmstead Decision,
rcbalancing efforts, and Money Follows the Person grants,
the goal of the study was to investigate long-stay residents’
attitudes toward leaving 24-hour facility care. Attempts to
interview all Medi-Cal residents or their proxies using no
health or functioning exclusion criteria resulted in a sample
of 121 of 218 eligible to participate {56%). When asked
about residenis’ perceived ability to move, 23% (n=28)
felt that they were able, but a focus on preference rather
than ability resulted in a doubling of positive responses
{n=56; 46%). Finally, after consideration of needs and
options, 33% {n = 40) felt that it was feasible to transition
from the facility. As these results indicate, transition is a
complicated decision in which the individual weighs the
capacity and the desire to relocate, as well as the community
support available to meet anticipated care needs. The
answer to who would like to transition depends on how the
question is asked.

It can be argued that residents and proxies who
believed that transition was feasible were most serious
about transitioning and most likely to work closely with
community agencies on the complicated tasks of securing
housing and arranging for services. Respondents may want
to move and belicve in their ability to leave, but the
discussion of available living arrangements and service
needs helped to illuminate potential assistance, as well
as difficulties, before determining the feasibility of transi-
tioning.

In terms of stability of the transition decision, 79% of
participants {n = 27) who consented to a second interview
continued to believe that transitioning was feasible.
Instability in the remaining 21% reflects the gravity of

transition decisions. This subset could be targeted for
further educational or supportive efforts to better under-
stand their concerns. Because another study that reported
the stability of residents’ preferences toward transition
could not be found, it was not possible to determine
whether the design of the CNFTS produced a higher rate of
instability than alternative methods of questioning. In
practice, more than one interview may be necessary to
enable residents and families to reflect on this important
decision, although care must be taken not to harass those
who are firm in their choice. Furthermore, 81% of
participants (22/27) who completed the release form took
a proactive step that demonstrated their commitment to
transition, These residents, who were referred to commu-
nity-based agencies to begin the transition process, can be
seen as a test of the effectiveness of the screen.

A corollary goal was to compare findings from the
CNETS with those from the MDS. The MDS assesses
preference with a single item based largely on the assessor’s
judgment and cautions assessors against creating unrealistic
expectations. By systematically interviewing all long-stay
Medi-Cal-funded custodial residents and proxies regardless
of residents’ health or cognitive status, the screen identified
a large proportion who wanted to transition even though
the MDS indicated a lack of preference to leave (n=19;
46%). Although approximately one-third of participants
allowed access to their medical records, this finding suggests
that a direct guestioning approach should be employed and
does not create unrealistic expectations, becatse partici-
pants acknowledged that some residents needed a high level
of care or that the nursing facility was most appropriate. At
the same time, the CNFTS is not necessarily better. than
other screens in use, because no published data were found
about whether other protocols worked with custodial
residents.

This is a pilot study that explores a previously
unaddressed matter in the geriatric literature—long-stay
residents’ perspectives on transitioning out of the facility.
Several limitations should be considered. First, the nursing
homes, although similar in most characteristics to other
southern California facilities, were volunteers, and a
sclection bias that may make their resident populations
unigue cannot be excluded. This type of selection bias is
present in all research that cannot mandate a nursing
home’s participation. Second, question wording in the
screen was not identical to the MDS, because the latter
contains an inadequate, vague question about preference
(i.e., “How are things going for you??}. Further complicat-
ing the comparison, few people who did not want to
transition permitted access to their records. Also, the MDS
preference question is asked only upon admission and
annually thereafter, so responses could be up to 12 months
old. These {actors limit the ability to determine whether the
discrepancy between the MDS and the CNFTS is due to
method of questioning or timing.

Third, the study did not conduct stability interviews
with residents or proxies who said “no” to the move, and
some of these participants may have later changed their
mind. This 1s a significant limitation, but many proxies were
definite that the resident could not move and did net want
further contact. Furthermore, the majority of proxies did
not permit a second interview with residents to examine
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reliability. In addition, in the script for the CNFTS, a range
of community-based options was listed, although it may
have been more effective to provide specific examples of
persons with similar needs who are successfully residing in
the community. Fourth, only English-speaking residents
were interviewed.

Fifth, it is important to acknowledge the substantial
sample loss, because proxies could not be located or refused
to participate. It is unclear how these proxies would have
responded, and some could have been in favor of relocation
if the protocol included an education component. More-
over, proxies may have changed their mind if educated
about community supports or by observing other residents
successfully transition, although it also is likely that these
efforts wonld be unsuccessful in a group that was unwilling
to complete a 10-minute interview. The percentage of
people who want to transition was determined by dividing
the number that expressed this preference by the number
that was interviewed. If the denominator included those
who refused the interview, then the percentage would be
lower.

Finally, interviewing all long-stay chronic maintenance
residents had two implications, which are not study
limitations but rather matters that must be confronted when
conducting studies with cognitively impaired residents.
First, respondents who were designated proxies had to be
approached first, which is necessary unless a new ethical and
legal argument can bc developed and accepted by internal
review boards. Second, it is possible that some proxies did
not consent to the interview after learning its purpose,
becausc. they strongly believed that the resident was too
impaired and that the nursing facility was the best living
arrangement. In addition, Medi-Cal completely covered the
cost of the nursing facility stay. In the community, it is
unlikely that all expenses would be covered.

Although it cannot be assumed that all self-consenting
residents want to relocate, residents who were able to self-
consent were more likely to express a stable preference to
rransition. If interviews with all long-stay residents are not
feasible in practice, the findings suggest that self-consenting
residents arc cxcellent targets for transition and MDS item
A9, which records the legal proxy decision-maker, could be
used. Fewer interviews would need to be conducted, and a
higher number of transition candidates might be identified.
Future efforts could also examine the influence of proxy
relationship (e.g., family, legal guardian) on transition
preferences.

This study represents an important first step in an area
with no previous systematic research. All long-stay, Medi-
Cal-funded chronic maintenance nursing facility residents
were approached and allowed to express their preferences
and beliefs without presumptions as to which residents
were good or bad candidates for transition. The interview
identified a significant proportion of people expressing a
preference to relocate, an important population according
to Olmstcad principles. In supporting the philosophy of
consumet direction, the CNFTS presents the opportunity
and the means for long-stay nursing facility residents to
create a different future for themselves and receive the
needed resources to meet this goal.
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