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ABSTRACT

Keywords: Objectives: interRAI launched this study to introduce a set of standardized self-report measures through
Long-term care facilities which residents of long-term care facilities (LTCFs) could describe their quality of life and services. This
self-report quality of life article reports on the international development effort, describing measures relative to privacy, food,
:E}:::ggi g::l:tgt:ig:;:j”ces security, comfort, autonomy, respect, staff responsiveness, relationships with staff, friendships, and ac-
tivities. First, we evaluated these items individually and then combined them in summary scales. Second,
we examined how the summary scales related to whether the residents did or did not say that the LTCFs
in which they lived felt like home.
Design: Cross-sectional self-report surveys by residents of LTCFs regarding their quality of life and
services.
Setting/Participants: Resident self-report data came from 16,017 individuals who resided in 355 LTCFs. Of
this total, 7113 were from the Flanders region of Belgium, 5143 residents were from Canada, and 3358
residents were from the eastern and mid-western United States. Smaller data sets were collected from
facilities in Australia (20), the Czech Republic (72), Estonia (103), Poland (118), and South Africa (87).
Measurements: The interRAI Self-Report Quality of Life Survey for LTCFs was used to assess residents’
quality of life and services. It includes 49 items. Each area of inquiry (eg, autonomy) is represented by
multiple items; the item sets have been designed to elicit resident responses that could range from highly
positive to highly negative. Each item has a 5-item response set that ranges from “never” to “always.”
Results: Typically, we scored individual items scored based on the 2 most positive categories: “some-
times” and “always.” When these 2 categories were aggregated, among the more positive items were:
being alone when wished (83%); decide what clothes to wear (85%); get needed services (87%); and
treated with dignity by staff (88%). Areas with a less positive response included: staff knows resident’s
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life story (30%); resident has enjoyable things to do on weekends (32%); resident has people to do things
with (33%); and resident has friendly conversation with staff (45%). We identified 5 reliable scales; these
scales were positively associated with the resident statement that the LTCF felt like home. Finally, in-
ternational score standards were established for the items and scales.

Conclusions: This study establishes a set of standardized, self-report items and scales with which to
assess the quality of life and services for residents in LTCFs. The study also demonstrates that these scales
are significantly related to resident perception of the home-like quality of the facilities.

© 2017 Published by Elsevier Inc. on behalf of AMDA — The Society for Post-Acute and Long-Term Care

Medicine.

As we age, there may come a time when, as a consequence of
physical or cognitive loss, the support of others becomes integral to
our daily life.! Typically, a family member will step in to help, and
over time, if capacity declines, family involvement will increase. For
some, there may come a time when the decision is made to move into
an assisted living environment, and finally, to a long-term care facility
(LTCF). This progression is not without its consequences. Residents in
such facilities may lose control of their lives, depression and social
isolation may become more common, and they may come to believe
that they are not respected or valued by those around them.* ® It is,
therefore, crucial that we develop methods to evaluate residents’
quality of life (QOL) in LTCFs.

LTCFs are often criticized for not providing a home-like environ-
ment.>'% Older people do not typically wish to live in what they
perceive to be “over-controlled” institutions, with fixed schedules of
daily activities, shared congregate space, and organized nursing
oversight."" 13 It is common knowledge that older adults have such
views and that such facilities exist. The culture change movement of
the past few decades has aimed to reverse how residents of LTCFs
perceive their lives, stressing improvements in both the physical and
social environment, the quality of care provided, enhanced resident
autonomy, noninvasive staff support, and humane care. Nursing home
initiatives to improve care have been suggested and documented by
many investigators.'* 2!

Powell Lawton?? in his early work defined quality of life of older
people as “the multidimensional evaluation, by both intrapersonal
and social-normative criteria, of the person-environment system of an
individual in time past, current, and anticipated.” Current “reality” and
future projections drive the person’s sense of fit in such a facility. The
literature suggests that a particular set of issues need to be assessed to
understand the lives of residents in LTCFs.>> At an operational level,
however, models to describe the more specific dimensions of quality
for LTCF residents vary.’*~2® At a minimum, there is consensus that to
understand how the resident feels, the source of the data must be the
person’’*® and what we ask must have meaning.>**° In addition,
measures must address issues pertinent to what Lawton called the
interface between the person and the environment,”” including
measures that relate to personal quality of life and the quality of care
provided to the person. Defining and measuring quality of life for
persons in LTCFs is, thus, complex and multidimensional.

In this context, our report examines how LTCF residents view their
life and the care they receive. Our first aim is to describe the steps
taken to create a new self-reported quality of life instrument (the
interRAI SQOL), which includes a series of subscales for use in LTCFs.
The items in this instrument are captured in a short, interviewer-
administered self-report survey created by the interRAI international
research collaborative with over 100 fellows in 34 countries (wWww.
interrai.org) and applied to a cross-national sample of LTCF resi-
dents. This survey, described later, focuses on how residents perceive
the life they live and the services they receive, examining issues of
privacy, food, security, comfort, autonomy, respect, staff responsive-
ness, relationships with staff, friendships, and activities.>’ Under this
initial aim, we first evaluate these items both individually and as they

are combined in a number of summary scales. This step results in the
creation of a series of unique, reliable measures of quality of life and
services for residents of LTCFs.

Under our second aim, we examine how these quality of life and
service scales relate to whether the resident “self-reports” that the
LTCF in which they reside feels like home. By this comparative analysis
of the single subjective measure on whether the site is home like and
the 5 scales, we are able to illuminate specific aspects of life in an LTCF
environment that contribute to the feeling of being “home.”

Methods
Survey Instrument

The interRAI Self-Report Quality of Life Survey for LTCF (SQOL-
LTCF) is part of a larger suite of quality of life tools developed by
interRAI for use across a variety of settings including home care,
mental health facilities, and independent living facilities. As is the case
in other interRAI instruments, the SQOL-LTCF employs both “core”
items included in all the surveys designed for multiple sectors, as well
as items specifically aimed at LTCF residents.”®

The instrument was developed over several years and in a number
of steps. The initial work for this effort occurred in the United States by
investigators at the University of Michigan (James and Fries) and
Hebrew SeniorLife in Boston (Morris); each site reviewed the litera-
ture, created items, and tested them through pilot studies.

These pilot data were next shared with a cross-national interRAI
work group, tasked to create the larger suite of survey tools. This work
group again reviewed the literature, identified key domains, consid-
ered the existing draft items, and created an instrument draft that was
likely to elicit resident responses that would range from highly posi-
tive to highly negative.

This draft tool was next reviewed by the full interRAI international
fellowship, representing persons with a diverse set of clinical and
research backgrounds (www.interrai.org). Domains and items were
reworked based on this input. interRAI fellows implemented projects
to administer the draft instrument in their countries.”®?%>? Following
this field process, we performed quantitative evaluation of psycho-
metric properties of the survey and evaluated qualitative feedback to
complete the current version of the survey tool.>!

Data

The data used in this report include a small number of surveys
from early adopters and a more extensive cohort of survey data from
facilities in Europe (Belgium),>*>** Canada,”®?®3? and the United
States. For inclusion in the sample, the residents had to have the
ability to understand and respond to the questions.

In total, surveys are available for 16,017 LTCF residents. These data
include 7113 residents from 249 residential facilities in the Flanders
region of Belgium, 5143 residents from Canada, and 3358 residents
from the eastern and mid-western United States. Smaller data sets,
sometimes from a single facility, were collected from early adopters in
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