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Abstract

OBJECTIVES—(1) Compare family decision-makers’ perceptions of quality of communication 

with nursing home (NH) staff (nurses and social workers) and clinicians (physicians and other 

advanced practitioners) for persons with advanced dementia; (2) determine the extent to which 

characteristics of NH residents and family decision-makers are associated with those perceptions.

DESIGN—Secondary analysis of baseline data from a cluster randomized trial of the Goals of 

Care intervention.

SETTING—Twenty-two NHs in North Carolina.

PARTICIPANTS—Family decision-makers of NH residents with advanced dementia (N=302).

MEASUREMENTS—During the baseline interviews, family decision-makers rated the quality of 

general communication and communication specific to end-of-life care using the Quality of 

Communication Questionnaire (QoC). QoC item scores ranged 0 – 10, with higher scores 

indicating better quality of communication. Linear models were used to compare QoC by NH 

provider type, and to test for associations of QoC with resident and family characteristics.

RESULTS—Family decision-makers rated the QoC with NH staff higher than NH clinicians, 

including average overall QoC scores [5.5 (1.7) vs. 3.7 (3.0), p<0.001], general communication 

subscale scores [8.4 (1.7) vs. 5.6 (4.3), p<0.001], and end-of-life communication subscale scores 

[3.0 (2.3) vs. 2.0 (2.5), p<0.001]. Low scores reflected failure to communicate about many aspects 

of care, particularly end-of-life care. QoC scores were higher with later stage dementia, but were 

not associated with the age, gender, race, relationship to the resident, or educational attainment of 

family decision-makers.

CONCLUSION—Although family decision-makers for persons with advanced dementia rated 

quality communication with NH staff higher than that with clinicians, they reported poor quality 

end-of-life communication for both staff and clinicians. Clinicians simply did not perform many 

communication behaviors that contribute to high quality end-of-life communication. These 

omissions suggest opportunities to clarify and improve interdisciplinary roles in end-of-life 

communication for residents with advanced dementia.
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INTRODUCTION

Improving communication about care of older adults with advanced dementia is a high 

priority, especially in nursing homes (NH) where 70% of older Americans with dementia 

spend their final months of life.1 The final phase of dementia is marked by worsening 

symptom distress and frequent medical complications such as infections, injurious falls and 

dehydration.2 Thus, communication about goals of care and end-of-life treatment decisions 

is essential to promote the quality of life and quality of dying for this vulnerable population.
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3–6 Routine communication among family decision-makers and NH staff (nurses and social 

workers) and NH clinicians (physicians and other advanced practitioners) may be helpful to 

prepare families for end-of-life treatment decisions and to guide treatment at the time of an 

acute illness.7

The interdisciplinary nature of communication in NHs is a fundamental challenge to 

delivering effective, resident and family-centered care.8–10 Families typically interact with 

nurses and social workers, but rarely meet with physicians or other advanced practice 

clinicians who actually write orders about treatment.11–13 Prior studies suggest that NH staff 

and clinicians do not routinely communicate about goals of care with family decision-

makers, leaving them uninformed about treatment options and unprepared for their roles as 

decision-makers.14–16 With the exception of the CASCADE Study, which described limited 

family participation in end of life conversations for residents with dementia at the end of 

life,2 prior studies have largely been retrospective assessments after death, rather than 

assessments of communication during the course of advanced dementia.

Addressing this gap in research, we conducted a secondary analysis of baseline data from 

the Goals of Care study, a clinical trial testing a decision aid intervention to improve goals of 

care communication for persons with advanced dementia.17 The purpose of this analysis was 

to describe current quality of communication between family decision-makers for persons 

with advanced dementia and NH staff and clinicians. Earlier studies suggest characteristics 

of residents (e.g., dementia stage) and family decision-makers (e.g., race) may influence end 

of life communication;18–21 thus, we examined the extent that characteristics of NH 

residents and decision makers were associated with their perceived quality of 

communication. The specific objectives were: (1) to describe family perceptions of quality 

of communication with NH staff and NH staff clinicians in general and specific to end-of-

life care for persons with advanced dementia in NHs, and (2) to determine the extent to 

which the characteristics of residents and family decision-makers are associated with those 

perceptions.

METHODS

The original study

The original Goals of Care study was a cluster randomized trial testing whether a video 

decision aid and structured care planning discussion improved the quality of communication, 

decision-making, and palliative care for NH residents with advanced dementia.17 The study 

examined the impact of the Goals of Care decision aid intervention over 9 months on the 

primary outcome of quality of communication by NH staff, and on secondary outcomes such 

as palliative care domains in plans of care, completing Medical Orders for Scope of 

Treatment, and hospitalization. The study was conducted in 22 NHs in North Carolina. 

Trained research staff recruited dyads of older adults with advanced dementia and their 

family decision-makers between April 2012 and September 2014. Dyads were eligible if the 

NH resident was 65 years old or older, diagnosed with severe to very advanced dementia 

confirmed by primary NH nurses as stage 5–7 on the Global Deterioration Scale,22 and if the 

family decision-maker spoke English. All data for this analysis were collected by research 
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staff in face-to-face interviews with the family decision-maker. Study procedures were 

approved by the University of North Carolina Institutional Review Board.

Data source for the secondary analysis

We used baseline data collected by in-person interviews with family decision-makers for NH 

residents with advanced dementia. Baseline data included demographic characteristics of 

family decision-makers and the resident with advanced dementia, and family decision-

makers’ perceptions of the quality of communication with NH staff and with NH clinicians. 

Characteristics of NHs were obtained from a brief written survey completed by a member of 

the clinical leadership in each NH at the start of study enrollment.

Perceptions of quality of communication

Family decision-makers’ perceptions of quality of communication in general and specific to 

end-of-life care were measured using the previously validated Quality of Communication 

Questionnaire (QoC).23 This instrument measured two dimensions of the quality of 

communication: (1) general communication behaviors, defined as ‘how’ healthcare 

professionals provide support and communicate with patients and families (6 items), and (2) 

end-of-life communication, defined as ‘what’ professionals communicate about dying and 

care at the end of life (7 items).23 Each item was scored from 0 (“worst”) to 10 (“best”), and 

items do not specify a look-back time period. The QoC also included a response option of 

“didn’t do” for each item, which was scored as 0 in analysis.23 The overall QoC score and 

each subscale score was the sum of the item scores divided by the number of items. Because 

of the distinct roles in care and communication, family decision-makers were asked to give 

separate ratings of the quality of communication for NH staff (nurses and social workers) 

and NH clinicians (physicians, nurse practitioners or physician assistants).

Statistical Analyses

Descriptive statistics (e.g., means, standard deviations, frequencies) were used to summarize 

QoC scores and characteristics of family decision-makers. The normality assumption of the 

QoC scores was ensured by Shapiro’s test. Scores for individual QoC items by NH staff and 

clinicians were described by calculating the percentage of family caregivers who chose the 

“didn’t do” response for individual items. QoC scores with staff were compared to clinicians 

for the overall scale, and for general and end-of-life communication subscales. We tested the 

difference for statistical significance via a two-sided t-test for a coefficient in the linear 

model using an indicator variable for the role (staff and clinician) in the NH. We also used a 

linear model to determine the extent that quality of communication was associated with (1) 

age, gender, race, stage 5–7 on the Global Deterioration Scale, nursing home length of stay 

of NH residents and (2) characteristics of age, gender, race, relationship to the resident, or 

educational attainment of family decision-makers. All comparisons and associations were 

adjusted for the latent clustering effects of NH via adding a random intercept in the linear 

model. Analyses were implemented using SAS 9.3 (Cary, NC). In analyses with single 

comparisons, a p-value smaller than 0.05 was considered statistically significant; in analyses 

with multiple comparisons, to reduce the risk of Type-I errors, differences were considered 

statistically significant when the p-value was smaller than 0.025 (=0.05/2).
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RESULTS

Sample characteristics

Family decision-makers (N=302) had an average age of 62.9 years, 67.6% were female, 

86.7% were white, and 78.8% were the resident’s child or spouse of the resident’s child 

(Table 1). They made decisions for NH residents with an average age of 86.5 years, whose 

dementia severity ranged from GDS 5 (24%) to GDS 7 (26%) and average length of stay in 

the NH was 758.8 days. Participating NH sites had an average of 122 beds, 55% were 

operated for-profit, 50% had corporate (vs. private) ownership, and 73% had at least a part-

time advanced practice clinician in addition to physician staffing.

Family decision-makers’ perceptions of QoC with NH staff and clinicians

Family decision-makers rated the QoC with NH staff higher than NH clinicians, including 

overall QoC scores [5.5 (1.7) vs. 3.7 (3.0), p<0.001], general communication subscale scores 

[8.4 (1.7) vs. 5.6 (4.3), p<0.001], end of life communication subscale scores [3.0 (2.3) vs. 

2.0 (2.5), p<0.001] (Figure 1). For both staff and clinicians, family decision-makers rated the 

quality of general communication as better than end-of-life communication.

Communication behaviors performed by NH staff and clinicians

Family decision-maker responses to the 13 individual items in QoC Questionnaire are shown 

in Table 2, and demonstrate how often NH clinicians omitted specific communication 

behaviors. NH staff omissions of items in the general communication subscale were 

uncommon (0.7–3.6%). However, one third of family decision-makers indicated that NH 

clinicians “didn’t do this” for 5 of 6 general communication behaviors; for example, “Caring 

about (RESIDENT) as a person” (34.7% didn’t do) and “Giving you full attention” (33.7% 

didn’t do).

Families reported that end-of-life communication behaviors were frequently omitted by both 

NH staff and clinicians. For six of seven items describing elements of end-of-life 

communication, most family decision-makers reported that NH clinicians did not do the 

following: “Talking about how long the (RESIDENT) has to live” (83.1% omitted) and 

“Talking about what dying (for RESIDENT) might be like (88.4% omitted). Similarly, at 

least half of decision-makers indicated NH staff “didn’t do” five of seven elements of end-

of-life communication; for example, “Talking about your feelings of (RESIDENT) getting 

sicker” (57.9% omitted) and “Talking about details if (RESIDENT) got sicker” (62.9% 

omitted).

Associations between QoC and the characteristics of NH residents and family decision-
makers

Family decision-maker perceptions of the overall quality of communication with NH 

clinicians were significantly higher for residents with Global Deterioration Scale scores of 7 

vs. 5 [4.0 (2.8) vs. (3.2 (3.0), p<0.007]. No significant association was identified between 

QoC score with NH clinicians and other resident characteristics, including age, gender, race, 

Global Deterioration Scale scores of 6 vs. 5, and nursing home length of stay; moreover, no 

statistically significant association was identified between QoC with NH staff and NH 
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resident characteristics. Finally, no association was identified between overall QoC scores 

with NH staff or NH clinicians and the characteristics of family decision-makers, including 

age, gender, race, educational attainment, and relationship to the resident.

DISCUSSION

Patient- and family-centered communication about care at the end-of-life improves the 

quality of life and quality of dying for individuals with serious illness.24–27 Therefore, 

achieving high quality communication between health care providers and family decision-

makers is an essential element of care for NH residents with advanced dementia. As reported 

by 302 family decision-makers for persons with advanced dementia enrolled in the Goals of 

Care clinical trial, the quality of communication was poor, largely due to omission of many 

important elements of end-of-life communication.17 Furthermore, family decision-makers 

described distinctly better quality of communication with NH staff than with the NH 

clinicians who write most treatment orders affecting overall medical care and end-of-life 

care.

This study is the first to use the QoC, a valid and reliable instrument, to evaluate quality of 

communication in NHs. Prior studies with the instrument did not describe QoC with NH 

staff. However, similar to earlier studies using the QoC in hospitals and outpatient clinics,
23,28,29 family decision-makers in NHs rated the quality of end-of-life communication worse 

than general communication. Further, the mean score of family decision-maker perceptions 

of QoC with NH clinicians on the end of life subscale was 2.0 (range= 0–10). This is 

substantially lower than subscale scores in studies conducted with hospital and clinic 

settings, where end of life subscale scores ranged from 5.3 – 6.0.28,29 This finding adds to 

other evidence of the compelling need to improve end-of-life communication in NHs; for 

example, the CASCADE Study of advanced dementia, which found that only 38% of family 

decision-makers remembered communication about residents’ treatment options at the end-

of-life.2,14 Our findings suggest that both NH staff and clinicians need support and training 

to raise end-of-life topics, and to prepare family for their roles as decision-makers. For 

example, the question of when to initiate end of life conversations with family decision-

makers may be complicated by clinicians’ need to establish rapport and develop trust with 

families before discussing at the end of life care and expectations. Indeed, our finding that 

QoC with NH clinicians was associated with more advanced dementia stage of NH residents 

suggests clinicians may not begin these conversations with families until dementia is in an 

advanced stage. Further, the relatively low QoC scores with the most advanced stage of 

dementia indicates that there is room to improve end-of-life communication even then.

Our study results have implications for the design of interventions to improve end-of-life 

care for dementia. Although we assessed family decision-maker perceptions of QoC with 

NH staff and clinicians separately, teamwork in NHs is essential for optimal resident care 

and dementia care. NH clinicians rely on staff to conduct most communication with 

families, and to create care plans for residents.30 Our results showed that family decision-

makers’ ratings on quality of communication by NH clinicians were poor, largely due to lack 

of many elements of communication behaviors with family decision-makers. NH physicians 

in particular have been described as “missing in action,” and their role is structured such that 
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they simply never have the opportunity to meet with family.31 Undefined role structure and 

the lack of payment incentives are partial explanations for limitations in the quality of 

communication observed in this study. Thus, interventions to improve end-of-life 

communication in this setting should consider structuring new opportunities for families and 

clinicians to meet and finalize treatment decisions, while providing training and support for 

staff who do most of this communication.

Our findings should be considered in light of several strengths and limitations. Strengths 

include large sample size, diverse NH settings, and prospective data collection, reflecting the 

family experience of communication during NH care for persons with advanced dementia. 

The study also is the first to use QoC Questionnaire to assess quality of communication for 

NH dementia care. This instrument has been previously validated and widely used in studies 

of intensive care communication, allowing comparisons to prior studies of communication in 

other populations with serious illness.23,28,29,32 The study also has several limitations. First, 

all study NHs were located in North Carolina, which potentially limits the generalizability of 

the study findings. Second, while 20% of the enrolled NH residents in the Goals of Care 

study died in the subsequent 9 months, NH staff and clinicians may have felt it premature to 

raise end-of-life concerns with some family decision-makers. Optimal timing of these 

discussions in dementia care is difficult, given the challenges of predicting death in this 

disease.33 Third, it is possible that NH staff and clinicians did provide certain information 

about care at the end of life but the family member did not recall or absorb the information; 

it is also possible that NH staff or clinicians discussed end of life care with a family member 

other than the one who participated in the research, although the research participant was the 

legally authorized surrogate; thus some gaps in communication may be attributable to causes 

other than staff or clinician behavior. Fourth, family decision-makers rated the quality of 

communication with two groups – NH staff and NH clinicians – categories that combined 

disciplines including staff (nurses and social workers) and clinicians (physicians and 

advanced practice clinicians). It is possible that important variations in communication 

between disciplines were not identified.

CONCLUSION/RELEVANCE

For future research, frequent omissions in communication behaviors suggest opportunities to 

improve the quality of communication. First, NH staff are positioned to perform many 

elements of general communication better than NH clinicians, and as a result family 

decision-makers have relatively positive experiences with general communication with staff. 

Because staff see decision-makers more frequently, they have opportunities to develop 

trusting relationships and explain daily changes in health. Thus, structural changes to 

facilitate communication opportunities between families and NH staff may be effective to 

improve family understanding of advanced dementia and daily care. Second, both NH staff 

and clinicians omitted key elements of end-of-life communication; thus, additional training 

and communication tools are needed for all members of the interdisciplinary team. In the 

parent study for this analysis, the Goals of Care decision aid followed by a semi-structured 

care plan meeting with staff was effective to improve family ratings of overall and end-of-

life quality of communication with staff.17 A potentially useful implication for research is to 

determine complementary staff and clinician communication roles on interdisciplinary 
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teams, which would increase the ability of NH staff and clinicians to collaborate and to stage 

end-of-life communication with decision-makers. For example, NH staff might focus on 

initial communication to assess how families understand and accept deteriorating health due 

to advanced dementia; then they might facilitate meetings between families and NH 

clinicians to promote understanding of prognosis, key decisions and treatment options. 

Advance care planning interventions address some of these gaps in communication;34,35 

however, future studies are needed to test the efficacy of tailoring these interventions for 

family decision-makers facing advanced dementia care.
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Figure 1. 
Quality of Communication with Family Decision-makers (N=302)
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Table 1

Characteristics of Family Decision-makers and Residents (2012–2014)

Family Decision-makers (N=302)

Age 62.9 (10.6)

Female gender 204 (67.6%)

Race

 African American 38 (12.6%)

 Caucasian 261 (86.7%)

 Other 2 (0.7%)

Relationship to patient

 Spouse 40 (13.2%)

 Son/in-law 77 (25.5%)

 Daughter/in-law 161 (53.3%)

 Other 24 (8.0%)

Education

 Less than high school 3 (1.0%)

 High school graduate 44 (14.6%)

 Some college/vocational school 72 (23.9%)

 College graduate 102 (33.9%)

 Advanced degree 80 (26.6%)

Residents (N=302)

Age 86.5 (7.2)

Female Gender 246 (81.5%)

Race

 African American 39 (13.0%)

 Caucasian 257 (85.4%)

 Other 5 (1.6%)

Dementia stage (Global Deterioration Score)

 5 Moderate dementia 74 (24.5%)

 6 Moderately severe dementia 152 (50.3%)

 7 Severe dementia 76 (25.2%)

Nursing home length of stay 758.8 (839.3)
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