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Abstract

Context—Efforts to improve care for nursing home residents stand to be enhanced by measures
to assess the degree to which staff provide palliative care. As the incidence of death in nursing
homes increases with the aging population, the gap in measurement must be addressed. To that
end, we report the development and psychometric testing of a nursing home palliative care survey.

Objectives—The purpose of this study was to evaluate the psychometric properties of the
Palliative Care Survey for use in nursing homes.

Methods—Psychometric evaluation of the instrument was completed in two phases. Phase 1
focused on individual item analyses and subsequent revision or deletion of items, and Phase 2
evaluated evidence for reliability and validity. Phase 1 included 26 nursing homes and staff (n =
717) and Phase 2 included 85 nursing homes and staff (n = 2779). Data were analyzed using item-
total correlations, Cronbach’s alpha, confirmatory factor analysis, and analysis of variance
(ANOVA).

Results—Support was obtained for a 51-item Palliative Care Survey (PCS) made up of two
constructs Palliative Care Practice and Palliative Care Knowledge.

Conclusion—The PCS measures the extent to which nursing home staff engage in palliative
care practices and have knowledge consistent with good end-of-life care. Both practice and
knowledge are an essential foundation to providing good end-of-life care to nursing home
residents. Efforts to improve care for the dying in nursing homes have been slowed by an absence
of measurement tools that capture care processes; a gap, which the Palliative Care Survey reported
here, helps fill.
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Introduction

As the American population ages, nursing homes are increasingly a setting for end-of-life
care. More than 1,000 people a day die in long-term care settings nationally and in some
states, as many as one in three older adults die in nursing homes. 1, 2 By the year 2020, 40%
of those over 65 will die in nursing homes. 3 Too often, nursing home residents die in pain
with unrelieved physical and psychosocial suffering. 4-7 While death is inevitable for
permanently placed residents, undue suffering is not.

Long-standing concerns exist about the quality of care in nursing homes. Evidence indicates
that quality has improved; however, serious problems continue in areas that commonly
affect end of life such as use of feeding tubes, transfer to hospital, and symptom
management for dyspnea and pain. 5, 8-12 These findings indicate that incorporating
palliative care practices, such as advance care planning, pain management, and bereavement
care for family and staff, is central to improving end-of-life experiences for residents.

The World Health Organization 15 defines palliative care as an approach to care:

...that improves the quality of life of patients and their families facing the problems
associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and treatment
of pain and other problems, physical, psychosocial, and spiritual (http://
www.who.int/cancer/palliative/definition/en/).

Palliative care is both a philosophy and a care delivery approach. For nursing homes,
palliative care includes a resident/family centered focus, enhances residents’ quality of life,
and complements traditional restorative interventions. 16, 17 In nursing homes that have a
palliative care focus, 4, 5, 18 staff embrace death as a normal and inevitable outcome for
permanently placed residents. Further, staff: a) engage in advance care planning, i.e., to talk
openly about dying and to elicit residents’ personal preferences regarding end-of-life care
upon admission, at care plan meetings, and whenever a resident’s condition changes; b) are
knowledgeable about and engage in active symptom management; c) integrate palliative
planning and interventions demonstrated by fewer unnecessary hospitalizations and feeding
tubes, and more hospice referrals; d) provide psychosocial support for dying residents and
their family members; e) employ bereavement interventions, such as memorial services, for
staff, other residents, and family members; and f) provide staff continuing education
regarding palliative care. 4, 5, 13, 16, 19

Although palliative care guidelines exist 16 and small scale palliative care models have been
developed, tested, and found beneficial, 20-22 the widespread adoption of these guidelines
and/or the diffusion of innovative models has not occurred. 19 Nursing homes that regularly
refer residents to hospice provide a stronger palliative care focus and demonstrate positive
outcomes such as fewer hospitalizations, lower feeding tube rates, and better pain
management. Hospice may have a positive impact on resident care, but only 6% of nursing
home residents nationally receive the hospice benefit. 23 Additional studies are needed that
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evaluate and link the processes of care provided by nursing home staff to resident outcomes
at the end of life.

From our previous work, largely qualitative, factors such as staffing levels, staff
communication and teamwork, and the provision of palliative care interventions
significantly impacted care decisions, such as the use of hospice and hospitalization, and
resident outcomes, such as the degree of physical and psychosocial suffering. 4, 5, 18, 24-26
Nursing homes whose staff demonstrated stronger communication and teamwork practices
had a stronger foundation for the delivery of palliative care 5, 18, 26 but communication and
teamwork are not sufficient for the delivery of palliative care. For example, staff may work
well in teams, but if staff lacked sufficient clinical knowledge about pain management or did
not engage in advance care planning, the provision of optimal palliative interventions did
not occur. Further, if nursing home administrators did not support a positive philosophical
orientation toward death and dying through activities such as bereavement support for staff
and family or hospice referrals, the delivery of palliative care also was impeded. 5, 13

Efforts to improve care for residents stand to be enhanced by measures to assess the degree
to which nursing home staff provides palliative care. Many measures capture variables
related to good end-of-life outcomes such as satisfaction with care, pain management, and
honoring of preferences. 14, 27 As the incidence of death in nursing homes increases with
the aging population, the gap in measurement regarding care processes must be addressed.
Illuminating the relationship between care processes, i.e, what staff do for residents and
resident outcomes (e.g., satisfaction with care or quality of life), will provide a more
comprehensive evaluation of nursing home care and offer opportunities to develop targeted
interventions to enhance care. Given the increasing importance of helping nursing homes
achieve the best environment for optimal end-of-life care, an assessment method that
captures the various components of palliative care processes is needed. To that end, we
report the development and psychometric testing of a nursing home palliative care survey.

Instrument Development

Following a review of the literature and the first author’s qualitative data from nursing
homes, 4, 5, 18, 24-26, 28 palliative care, for the survey, was proposed as an overarching
latent construct composed of two constructs, each reflecting different elements of palliative
care. The Palliative Care Survey (PCS) encompasses: Palliative Care Practice and
Palliative Care Knowledge. Palliative Care Practice reflects what nursing home staff do,
their actions or interventions that demonstrate a palliative approach to care and Palliative
Care Knowledge reflects basic knowledge that underpins care planning and decision making
(see Table 1). Palliative Care Practice comprises four subconstructs: bereavement,
planning/intervention, communication with family, and provider coordination. Bereavement
items reflect attention to the grieving process such as emotional support for family, staff,
and residents and activities such as memorial services. Planning and intervention reflects the
timing of care planning decisions including orders for do-not-resuscitate, hospice referrals,
and the use of feeding tubes. Communication with family addresses provider/staff and
family understanding regarding the plan of care. Provider coordination reflects nursing
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home staff and provider coordination of palliative interventions such as pain management
and hospice referrals. Palliative Care Knowledge comprises three subconstructs:
psychological, physical, and end-of-life factors. Psychological and physical items reflect
knowledge regarding palliative practices to manage pain and symptoms. Items, for example,
focus on when to administer pain medication and factors that influence physical discomfort.
The end-of-life factors subconstruct reflects knowledge surrounding common end-of-life
issues such as the management of weight loss.

Initially, care planning and intervention items were developed in two formats to compare
what format elicited greater variability in responses. For example, some of the planning/
intervention items were embedded within an unfolding, resident-centered case vignette
where respondents were provided a story about a resident on admission followed by a three-
month update where the resident had declined. Questions were based on the admission status
as well as the resident’s three-month declining status. The same questions, without a case
vignette, were placed elsewhere in the survey.

The initial draft of the PCS included 94 items. Following the initial item development, a
debriefing process, similar to cognitive interviewing, was conducted to establish
developmental validity. 29, 30 Participants (n = 16) from two nursing homes known to have
palliative care programs included a nurse practitioner, a director of nursing, a palliative care
nurse, social workers, registered nurses (RNs), licensed practical nurses (LPNs), and
certified nurse assistants (CNAs). Each staff participant completed the survey and then
participated in a face-to-face discussion with an interviewer to give his/her interpretation of
the items including the case vignette, difficulties completing items, rationale for responses to
items, and overall comments regarding the relevance of the items to palliative care and the
nursing home environment. Clarifying information was elicited about the appropriate
wording of items. Items were revised or deleted based on staff comments leaving a total of
70 items for further testing.

Psychometric evaluation of the instrument was completed in two phases. Phase 1 focused on
individual item analyses and subsequent revision or deletion of items. Phase 2 gathered
evidence for reliability and validity. Each phase received Institutional Review Board
approval. Table 2 displays the job characteristics of study participants in the two phases.

Sample and Setting—For the initial testing of the 70-item survey, a list of nursing homes
within one hour of a Midwestern metropolitan area (n = 99) was generated and randomly
sorted. Based on the order of the sorting, the first 26 nursing homes were invited to
participate with 77% (n=20) of the homes agreeing. In addition, four homes were
purposefully selected and added because of their established palliative care programs. Of the
participating homes (n = 24), 11 homes (46%) were non-profit; two homes were Medicaid
only, while the remaining 22 homes were dually Medicare-Medicaid certified. Nursing
home bed size ranged from 60 to 300 (M = 126). Direct care staff (n=717), including
nursing, social service, activities, and restorative personnel, completed the surveys.
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Data Analysis—Dimensionality was explored using principal components exploratory
factor analysis with Varimax rotation. Items with < 0.30 factor loadings were deleted. Initial
factors were examined based on eigenvalues greater than one, the scree plot, and conceptual
congruence, that supported the four hypothesized subconstructs: bereavement, planning/
intervention, family communication, and provider coordination.

Results—Descriptive statistics and central tendency were examined for each item, deleting
those that were skewed and lacked variability (14 items deleted). Generally, planning and
intervention items, which were not embedded within a vignette, lacked variability. For
example, when staff was asked to indicate when discussions regarding preferences for
resuscitation occurred, they overwhelmingly selected on admission, thus eliciting little
variability. When this question was posed as part of an unfolding, resident case vignette, the
same question elicited greater variability and staff selected other options such as “at the next
care plan meeting” or “when the provider orders it.” Therefore, the items associated with the
case vignette were retained for further testing.

Item-to-total correlations ranged from 0.40 to 0.90 for all but three items, which were
revised for additional testing. Because the Knowledge construct contains dichotomous items,
it was analyzed separately and the three subconstructs remained: psychological, physical,
and end-of-life factors.

The initial testing of the Palliative Care Survey (PCS) provided encouraging results. Fifty-
six items were retained for additional testing: 36 items for Palliative Care Practice
(bereavement, 8 items; planning/intervention, 20 items; communication with family, 3
items; provider coordination, 5 items) and 20 items for Palliative Care Knowledge
(psychological, 4 items; physical, 5 items; and end-of-life factors, 11 items).

Setting and Sample—Phase 2 was completed as part of a larger, ongoing study that is
assessing the relationship of staff communication, teamwork, and palliative care practices to
end-of-life outcomes for nursing home residents and their family members. 31 One hundred
randomly selected nursing homes in two Midwestern states were recruited to participate.
The parent study had a 39% refusal rate. From the initial sample of 100 nursing homes, 15
homes were removed from the parent study due to missing data. Thus, data from 85 nursing
homes comprised the sample for Phase 2 and were used to psychometrically evaluate the
Palliative Care Survey (PCS). To assess factorial validity, the resulting model from Phase 1
was evaluated using confirmatory factor analyses to fit the hypothesized model to the data in
Phase 2.

Based on the authors’ preliminary studies, 4, 5, 18, 26 the following hypotheses were
generated to evaluate construct validity: 1) nursing home staff communication and
teamwork will be positively related to the survey subconstructs of Palliative Care Practice
(bereavement, planning/intervention, family communication, and provider coordination);
and 2) licensed staff (registered nurses, licensed practical nurses) will have higher scores on
the Palliative Care Knowledge construct than unlicensed staff (certified nurse aides).
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Procedures—Nursing home administrators were invited to participate and gave informed
consent prior to approaching direct care staff for data collection. Staff were provided written
and verbal information about the study and provided their agreement for participation.
Research personnel gave an inservice presentation, unrelated to palliative care, as an
incentive for nursing home and staff participation. Following the inservice, staff completed
both the Palliative Care Survey (PCS) and Shortell’s Organization and Management Survey
in 20 to 30 minutes.

Measures—Palliative Care Practice. Four subconstructs comprised the palliative care
practice model: bereavement (8 items), planning/intervention (20 items), family
communication (3 items), and provider coordination (5 items). Responses are rated on a 4-
point Likert-type scale ranging from never to always. The planning/intervention items are
summed to create four weighted scores for analysis procedures. Summation criteria were
determined based on expert opinion and evidence-based practice in palliative care.

Palliative Care Knowledge. Three subconstructs comprised the palliative care knowledge
model. They included factors that influence pain: psychological (4 items) and physical (5
items), and end-of-life factors (11 items). Items are dichotomous.

Communication and Teamwork. Staff communication and teamwork were measured using
Shortell’s Organization and Management Survey. This survey has established reliability and
validity in the hospital setting 32, 33 and has been adapted to reflect the language of the
nursing home setting. 34, 35 Communication has five dimensions with a total of 18 items:
openness (4 items), accuracy (4 items), timeliness (4 items), effectiveness (2 items) and
understanding (4 items). Teamwork has three dimensions with a total of 12 items: cohesion
(6 items), meeting effectiveness (2 items), and unit relations (4 items). Responses are rated
on a 5-point Likert-type scale ranging from strongly disagree to strongly agree. On both
measures, teamwork and communication, all items are summed and the mean score was
used for analysis. In nursing homes, Cronbach’s alphas have ranged from 0.83 to 0.90.
Construct validity has been supported by hypothesis testing with divergent groups. 34, 35

Data Analysis—Item statistics were generated to evaluate variability, central tendency,
missing data, and distribution characteristics. Internal consistency reliability was examined
using Cronbach’s alpha, evaluating the inter-item correlations (acceptable range = 0.30 -
0.70), corrected item-to-total correlation (= 0.30), and alpha-if-item deleted (increase of <
0.01). Cronbach’s alphas were calculated using Tetrachoric correlations36 among the items
for all constructs (a = 0.70).37 Evidence for construct validity was evaluated using M-Plus
software systems to conduct the confirmatory factor analysis (structural equation modeling)
and for the hypothesis testing. For the confirmatory factor analysis, goodness-of-fit indices
were generated including the comparative fit index (CFI) and the room mean square error of
approximation (RMSEA). 38, 39 Desirable indices include a CFI greater than 0.90 or a
RMSEA less than 0.08. 38 For construct validity, the first hypothesis was evaluated using
Pearson’s correlation between Palliative Care Practice subconstructs with communication
and teamwork as well as the second hypothesis using ANOVA of Palliative Care
Knowledge across staff type.
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Results—Of the 85 homes that comprised the sample, 52 were in rural locations and 33
were urban, while 45 were for-profit and 40 were not-for-profit. Nursing home bed size
ranged from 60 to 193 (M = 89). Description of nursing home staff positions are presented
in Table 2. Staff demographics are presented in Table 3.

Item Analysis. All items on the Palliative Care Practice subconstructs exhibited variability
across all response options with item means ranging from 1.84 to 3.63 (range 1 to 4). For
Palliative Care Knowledge all items exhibited variability with the mean proportion correct
ranging from 0.27 to 0.99 (range 0.00 to 1.00).

Confirmatory Factor Analysis. Separate second order factor analytic modeling procedures
were conducted for the hypothesized structures for the Palliative Care Practice (Fig. 1) and
Palliative Care Knowledge (Fig. 2) constructs. The hypothesized (H) model for the
Palliative Care Practice had adequate fit of the model to the data (Table 4). Upon review,
however, five of the measured items did not load on their corresponding subconstruct; three
items on bereavement, one item on family communication, and one item on provider
coordination. With these five items removed the final model exhibited a better fit to the data
(CFI =0.94; RMSEA = 0.04). Thus a parsimonious Palliative Care Practice model
contained 31 items. The correlations of the second order factor, Palliative Care Practice,
with the four subconstructs were bereavement (r =0.68, P <0.001); planning and
interventions (r =0.44, P <0.001); family communication (r =0.24, P <0.001); and provider
coordination (r =0.70 P <0.001).

The hypothesized model for Palliative Care Knowledge had excellent fit to the data (Table
4). One variable measured (feeding tubes prolong life) did not have a significant loading on
the subconstruct, end-of-life factors. Because of the importance of this information in
providing end-of-life care, a decision was made to retain this item in the model. The
correlations of the three subconstructs with the second order Palliative Care Knowledge
factor were psychological (r =0.84, P <0.001), physical (r =0.52, P <0.001), and end-of-life
factors (r =0.60, P <.001).

Reliability. Following the final delineation of both the Palliative Care Practice and
Knowledge constructs, Cronbach’s alpha were above the > 0.70 for Palliative Care Practice
(a =0.75) and for Palliative Care Knowledge ( @ = 0.81). Two of the four subconstructs for
Palliative Care Practice met the minimum requirement with family communication,
provider coordination, bereavement, and planning/intervention subconstructs having a =
0.77,0.79, 0.62, 0.69; respectively. For the Palliative Care Knowledge construct, the
Cronbach’s alphas for the three subconstructs were psychological (0.97), physical (0.90),
and end-of-life factors (0.60). Removal of any of the items on the subconstructs did not
improve alpha; thus, all items were retained.

Hypotheses Testing. For the first hypothesis, there were strong correlations between
Palliative Care Practice and communication (r = 0.72, P < 0.001) and teamwork (r = 0.74,
P < 0.001). There were weak to moderate correlations between communication and
teamwork with bereavement (r = 0.51, P < 0.001 and 0.58, P < 0.001, respectively); with
planning/intervention (r = 0.23, P < 0.001 and 0.26, P < 0.001, respectively); with family
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communication (r = 0.32, P < 0.001 and 0.35, P < 0.001, respectively), and with provider
coordination (r = 0.48, P < 0.001 and 0.43, P < .001, respectively). Thus, the first hypothesis
was supported, lending evidence of construct validity.

For the second hypothesis, there was a significant difference between licensed staff (RNs
and LPNs) and unlicensed staff on the Palliative Care Knowledge [F(3) = 131.78, P < 0.001]
and the three subconstructs: psychological [F(3) = 50.26, P < 0.001], physical [F(3) = 17.47,
P <0.001], and end-of-life factors [F(3) = 97.82, P < 0.001]. On Palliative Care Knowledge,
RNs (M =0.812) scored significantly (P < 0.001) higher than LPNs (M = 0.76) or CNA/
CMAs (M = 0.64). Although the differences were not as large, the same pattern existed
among the three levels of staff for the Palliative Care Knowledge. This support for the
second hypothesis provided evidence of construct validity for the knowledge items.

Discussion

The 51-item Palliative Care Survey (PCS) made up of Palliative Care Practice and
Knowledge measures the extent to which nursing home staff engage in palliative care
practices and have knowledge consistent with good end-of-life care. Both practice and
knowledge are an essential foundation to providing good end-of-life care to nursing home
residents.

There is strong empirical and psychometric support for the PCS and evidence of adequate
validity and reliability. It is psychometrically challenging to design items that capture what
staff actually do as opposed to what they think they do or think they are supposed to do. For
example, staff typically are aware of federal regulations requiring discussion of advance
directives on admission, and they answered such direct questions accordingly. On the other
hand, planning/intervention items based in vignettes that ask staff what typically is done in
their nursing home elicit greater variability and less missing data than questions posed
directly. In addition, response patterns from the vignette-based questions were more
consistent with data from our qualitative studies. For example, both qualitative data and data
from the PCS indicate that most discussions about dying are triggered by an event such as
weight loss or hospitalization as opposed to ongoing planning initiated at admission or
shortly thereafter. The PCS was developed to cover a range of practices and levels of
knowledge of licensed and unlicensed nursing personnel. This study shows the PCS
captured variation in the staff behavior and knowledge.

As empirical evidence emerges and standards for practice change, additional sub-scales may
be added to the Palliative Care Survey. For example, although the PCS captures key aspects
of end-of-life care, such as bereavement care, it does not assess staff members’ attention to
the spiritual needs of residents or family. As practices develop to address additional aspects
of palliative care, users of the PCS may wish to augment it with other appropriate measures
of those concepts. Also, the PCS covers a range of practices and levels of knowledge of
licensed and unlicensed staff. It is possible that separate versions tailored to the roles and
desired knowledge levels of different levels of staff may be warranted in some
investigations. Further, the PCS has been developed and evaluated in the Midwest.
Additional testing across a wider geographic area is warranted.
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Nursing homes are complex organizations with multiple interacting structures and processes
that influence resident outcomes. Investigators have examined structural characteristics such
as staffing levels or skill mix and related these to resident outcomes. 5 However, efforts to
improve care and quality of life for residents would be incomplete without considering
palliative care as an essential clinical process for all permanently placed residents. Many
nursing homes in the United States struggle to provide even basic attention to palliative care
at the end of life. 40 Given the rapid increase of dying in nursing homes in light of the aging
population, there is urgent need for empirical research and sound psychometric measures of
salient variables in the provision of palliative care. Efforts to improve care for the dying in
nursing homes have been slowed by an absence of measurement tools for research; 1 a gap,
which the Palliative Care Survey reported here, helps fill.
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Table 1

Palliative Care Survey Example Items

Palliative Care Practice

Example Items

Bereavement

When a resident dies, | follow up with his/her roommate to
provide emotional support.

We have memorials for residents who die.

Provider Coordination

When residents are at the end of life, the primary care
provider:

. talks openly with family members

. is open to staff suggestions about care

Communication with Family

When a resident approaches death, how often do family
members:

. disagree with staff about treatments

. want more information

Planning/interventions

When would a hospice referral be made for Mrs. Davis?2
On admission
When Mr. Davis requests it
When the provider orders it
Now that she has lost weight

At the next care plan meeting

Palliative Care Knowledge

Psychological

Anxiety contributes to physical pain

Physical

Residents can sleep when they have physical pain.

End-of-life factors

Feeding tubes prevent aspiration.

a . . .
Item is based on a resident case vignette,
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Job Title Characteristics of Study Personnel

Phasel  Phase 2

Job title n=717 n=2779
n (%) n (%)

Certified nurse 360 (s0) 1424 (51)
rl;&izgsed practical 76(11) 472 (17)

Registered nurse 58 (8) 362 (13)
Restorative 23(3) 126 (5)
Activities 12 (2) 156 (6)
Social Services 16 (2) 104 (4)
Unknown 172 (24) 135 (5)
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Table 3
Phase 2 Staff Demographics
Frequency (%)2
Number of years Less than one year 582 (21)
employed at this nursing
home 1-5 years 942 (34)
6-10 years 377 (14)
11-15 years 224 (8)
16-20 years 146 (5)
More than 20 226 (8)
Missing 282 (10)
Education level Less than high school 92 (3)
High school or GED 1378 (50)
Associate’s degree 839 (30)
Bachelor’s degree 308 (11)
Masters degree 69 (2)
Missing 93 (3)
Ethnicity African American 75 (3)
Asian American 40 (1)
Multi-racial 33(1)
Caucasian 2175 (78)
Hispanic American 81 (3)
Native American 142 (5)
Other 149 (5)
Missing 84 (3)
Gender Male 151 (5)
Female 2430 (87)
Missing 198 (7)
Age Less and 24 years 424 (15)
25-34 years 583 (21)
35-44 years 518 (18)
45-54 years 675 (24)
55 — 64 years 408 ((15)
65 or greater 121 (4.3)
Missing 50 (2)

Note: percentage (%) based on all data including missing.

aMissing data varied per demographic item.
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